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Introduction (00:04): Oxygen is very effective for a large percentage of the people with 
cluster headaches – it's been around for over 50 years. Once they get on oxygen it's very 
possible to be able to end an hour long attack after only five minutes. But they need to have 
it on hand and be able to get on it and get the high flow working right away, and you can 
make a huge difference in people's lives. 
 
Paula K. Dumas  (00:30): It's called one of the worst pains known to mankind, the suicide 
headache that torments its victims relentlessly until the episode passes – that's cluster 
headache. These attacks are among the most stubborn to treat, and people with cluster 
have struggled to find effective treatments to ease their pain. But that's beginning to 
change. Thanks to the advocacy efforts of our next guest, there is finally hope on the horizon 
for people with cluster. Bob Wold is the founder and president of Clusterbusters, the largest 
cluster support and advocacy nonprofit in the United States. He's a board member of the 
Alliance for Headache Disorders Advocacy. Bob's legislative advocacy in Washington, DC has 
resulted in new legislation being adopted, and increased funding. Bob's work with 
Clusterbusters has involved collaborations with Harvard, Yale, National Geographic as well 
as TV, radio and press coverage. Bob Wold, welcome back to the Migraine World Summit. 
 
Bob Wold (01:29): Happy to be here. 
 
Paula K. Dumas (01:30): So after literally decades of tireless advocacy, you've had a big year 
– some new therapeutic options that we're going to talk about in just a few minutes. Can 
you share with us what exactly a cluster attack feels like? 
 
Bob Wold (01:45): Well, the word cluster sort of describes, initially, what is involved here, 
and it is a cluster of specific attacks. So you may have six weeks or three months of these 
attacks, but it's not one long attack that lasts all day long, but your attacks last throughout 
the day. So that a cluster attack may last 45 minutes or an hour, and you'll have four or five 
of them in a day. And then the next day starts over the exact same thing again. So it is a 
cluster of attacks that people have. 
Paula K. Dumas (02:21): So is headache even the right term to use? 
 
Bob Wold (02:24): Well, it is one of the headache disorders, so, we could start there. And it's 
certainly not an ache, but it is one of the headache disorders, so, sure; we can start there. 
 
Paula K. Dumas (02:35): What other non-headache symptoms do people experience during 
a cluster attack? 
 
Bob Wold (02:41): Well there aren't too many of them. It's an attack that happens on one 
side of the head, just like a migraine. So you have some other symptoms on that same side: 
So your eye may droop, it may tear, that side of your sinuses may drain. So everything is 
happening on that side, and it usually starts around the temple and behind the eye – that's 
where most of the pressure is, behind the eye – and then it can come down extending into 
the jaw line. 
 
Paula K. Dumas (03:13): And so, there are people listening who have migraine – they know 
they have migraine; they've been diagnosed with migraine. Do they ever have symptoms 
that relate to cluster, or can you have both migraine and cluster? 
 
Bob Wold (03:27): Well, yes. First of all, you can have both – and there are quite a few 
people that suffer from both clusters and migraine – but the ones that do can really tell the 
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difference between their migraines and their clusters. They are really completely different as 
far as how long they last and where the pain is. And a cluster attack will have a set amount 
of time that it'll last for that person. So if their cluster attack lasts 57 minutes, their next 
hundred attacks are all going to last 57 minutes. So people can tell when it's starting and 
when it's going to be over. But a lot of the symptoms are very similar to migraine, so when 
the patient is describing it to the doctor, it takes a little while to figure out which one it is, 
just because both of them are actually difficult to describe to people. So when they're 
describing a symptom ... pain behind the eye is a symptom of both. So that's not going to 
help too much with the diagnosis, and you need to zero in on which one of those it is that 
people have. 
 
Paula K. Dumas (04:34): And diagnosis isn't easy, right? How many doctors does someone 
see before they get an accurate cluster diagnosis? 
 
Bob Wold (04:41): Well it's getting better, but most people I've talked to have seen six or 
eight, or even more doctors before they get a proper diagnosis. I've talked to people that 
have been diagnosed with migraine for 40 years before they ever heard the word "cluster 
headaches," and they finally get diagnosed properly and start getting proper treatment after 
decades. 
 
Paula K. Dumas (05:02): Wow. How did you know that you were dealing with cluster? Take 
us back and tell us more about your journey with cluster headache. 
 
Bob Wold (05:09): OK. Well it took me four years before I ever heard the word "cluster 
headaches." And I remember my first attack, and it was on the one side of my head. And I 
went in to see my general practitioner and explained what was going on. And he seemed to 
think that it was probably a sinus infection. So I went on to medication for that. And it 
cleared up after a while and went away. So we thought that that's what it was. And then 
about six months later, it came back again. So I went back to the doctor to get another 
prescription to treat my sinus infection, and I was on those medications for a while and it 
didn't go away. It kept on going for a while, so we tried some different antihistamines and 
some different things, and finally it went way. 
 
Bob Wold (05:57): So that's one of the issues with getting a proper diagnosis with clusters, is 
because the cycles are short. So if your cycle lasts just six weeks, by the time you get to a 
doctor, and you start trying some medications (and some of those take a little while to start 
taking effect), and then the cycle will end on its own – and people think that their 
medication treated their clusters. So it goes away and they think that they figured out what 
it was. So, what happens then is, the next cycle comes, and they try that medication and it 
doesn't work, so then they try something else or go to a different doctor. And that's exactly 
what I was doing. And after the third or fourth cycle, I went to see my dentist, because the 
pain does come down into the jaw line – thought it was a bad tooth – and so then I ended 
up having a couple of root canals and had a molar removed. Finally it was like, well, "The 
root canal isn't working, just yank it out." So we did that, and I've talked to cluster people 
that have had all of their teeth removed, trying to end the pain before they even knew what 
it was that they had. And still thought it was a dental problem. So I had my tooth pulled, and 
the pain still didn't go away. 
 
Bob Wold (07:08): And so then I went to a chiropractor. My dentist kind of gave up and said, 
"Well, it's not your tooth. I've got a great chiropractor." So I went to see him. He promised 
me that if he couldn't take my headache away within three visits, then I probably had a brain 
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tumor. So I had three appointments with him. My headaches were worse. So I assumed I 
had a brain tumor, went back to my physician, had a CAT scan, and he was really happy to 
come back and report to me that I didn't have a brain tumor. And I was actually pretty 
disappointed because at that point it was like, "Tell me something that it is that we can work 
on and fix." 
 
Paula K. Dumas (07:49): You want a diagnosis. So it can be addressed.  
 
Bob Wold (07:50): Yes, yes. So not knowing what it was, it was still devastating because you 
don't know what you can do to stop it. And finally, after four years, I ended up at the 
Diamond Headache Clinic, and within five minutes of my interview there, my doctor, Freitag, 
diagnosed me with cluster headaches, and I had all the classic symptoms of cluster 
headaches. So then we started treating them with what was available then. 
 
Paula K. Dumas (08:19): Well, it sounds like there's a big education job to be done among 
health care professionals as well, so that you don't deal with this circus of misdiagnosis. 
 
Bob Wold (08:28): Right. And that's been a big part of what we try to do with Clusterbusters, 
is not only educating the patients but educating the doctors. People see so many different 
specialties that it's not just one group of doctors you need to try to educate. It's not just 
educating neurologists – it's family physicians, and dentists, and everybody else that people 
try going to see to get some help. 
 
Paula K. Dumas (08:54): Well, a funny story to share. My 83 year old aunt, who happens to 
be married to a doctor, she told me she used to get cluster headache. And when I asked her 
to describe her symptoms, she almost perfectly described a cluster attack. So do we know 
statistically how often cluster attacks are misdiagnosed? You shared your anecdotal 
information. Is it, 50% of the time? 60, 70, 80? 
 
Bob Wold (09:24): Well, I don't know if anybody's ever come up with a hard number on 
misdiagnosis, but I do know that over 40% of people with clusters are originally thinking that 
it's a dental problem and have dental procedures done. So four out of 10 start there. So the 
number is going to go up from there from other different things that they must be 
misdiagnosed with. 
 
Paula K. Dumas (09:45): So is educating dental professionals on your advocacy radar?  
 
Bob Wold (09:51): Yes, it is. But it's not an easy group to try to get to, and try to get into 
areas where you can teach them with these things. 
 
Paula K. Dumas (10:02): I can imagine. Are there any subgroups in the population who are 
more likely to experience a cluster attack? 
 
Bob Wold (10:09): Well, I've been told that the more intelligent you are, the odds go up. So 
other than that, no, it crosses all demographics. 
 
Paula K. Dumas (10:19): I've been told that the male-female ratio is the inverse of what it is 
in migraine. 
 
Bob Wold (10:25): Yes, it is. And that's one thing that we're kind of proud about what we've 
been able to accomplish in our advocacy work over the years. When I started this, the ratio 



 

© Copyright Migraine World Summit 2020. All rights reserved. 5 

 

was about eight to one, male versus female. And most women that went in to try to get a 
diagnosis of what they had, they were being told that they couldn't possibly have clusters 
because they're a woman. So they were automatically diagnosed as having migraine. And 
over the last 10 or 15 years, that number has come down to somewhere between two and 
three to one. So a lot of women that were misdiagnosed with migraine for decades are now 
finally getting properly diagnosed. But it is still the reverse of migraine, with migraine having 
more women than men – the cluster is the other way around. 
 
Paula K. Dumas (11:13): Which makes my 83 year old aunt's diagnosis even more ironic, if 
you think about it. 
 
Bob Wold (11:17): Yes.  
 
Paula K. Dumas  (11:18): Yes. So at what age, if you're going to experience cluster, at what 
age does it typically start? 
 
Bob Wold (11:25): Well, for the majority of people it's probably the mid to late twenties, for 
most people. But they do start a lot younger, and there are problems with pediatric clusters. 
I've talked to quite a few people who've started when they were four years old, or six years 
old. And even then, they went decades before being properly diagnosed. I've heard of 
people starting at 12 years old and being told that their mothers needed to stop listening to 
their kids that were just trying to get attention, and they needed to stop complaining so 
much, and it certainly couldn't be that bad. So it's really difficult for the younger people to 
try to explain what they're going through and describe the pain, and describe the cluster 
attack. It's hard enough for us that are in our twenties or thirties that try to describe the 
indescribable, but for kids it's even worse. So they end up getting not treated properly at a 
younger age. 
 
Paula K. Dumas (12:31): And is there any aging out of it?  
 
Bob Wold (12:34): Well, there seems to be some, and that was always the thing that people 
were told with clusters, that, "Hopefully by the time you're in your fifties, you may be able 
to grow out of them." And some people do. But I do know a lot of people that are still in 
their sixties and seventies and eighties that still have clusters. The oldest one that I ever 
talked to was 98 years old and she was in a nursing home in Amsterdam with cluster 
headaches. So everybody doesn't outgrow them. 
 
Paula K. Dumas (13:04): So we talked before about people who can have both migraine and 
cluster attacks and know the difference. But I've heard doctors use the term "a cluster attack 
with migrainous features." What's that? 
 
Bob Wold (13:21): Well, some of the features are the same for both of them. So, some 
people experience a cluster that lasts longer than the usual 45 minutes to three hours. So 
when they start lasting four hours or longer, it starts getting difficult to get the right 
diagnosis. Usually with a cluster attack when it's over, it's really over and completely gone, 
and there isn't a lot of residual pain that's still in there. But sometimes that does happen, 
where there is some pain that's still hanging around after the attack, and it may last until the 
next attack starts. So it really never seems to go away. So it could be felt as though they're 
going through the same attack all day long and they really haven't. But, some of the other 
things ... there's photophobia and other things that happen to some people. Nausea is 

https://www.rev.com/transcript-editor/Edit?token=eUvaiUOX6ugFpurVNVkf6nJ-tz1DZ0fzu_oUbwF8UrTih9DdCChZtoUjX8-18u_Wl-g3Ja5sgXLMGNlRuLJ6t9uH_eo&loadFrom=DocumentDeeplink&ts=678.93
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probably about 10%. So, sometimes people can have other symptoms that kind of point to 
migraine, but it's really clusters. 
 
Paula K. Dumas (14:28): OK, that helps clear it up a little bit. What's the difference between 
episodic and chronic cluster headaches? 
 
Bob Wold (14:34): Well, about 80% of the people with cluster headaches are called episodic, 
which means they go through a short cycle once or twice a year, and it may last six weeks or 
even three months, and then it goes away completely. And then, usually until the next cycle 
of the spring or fall starts, and that might trigger another cluster cycle, which lasts, again, six 
weeks. With the chronic people, they don't go through cycles – the cycle never ends – so 
they go through it 12 months out of the year. And normally when they're chronic, they stay 
chronic. But some people cycle back and forth once or twice between episodic and chronic. 
About 10% of episodic people eventually develop into a chronic situation where they never 
have any time that the cycle isn't with them. 
 
Paula K. Dumas (15:32): So in that way it's a bit like migraine where a percentage of those 
who have episodic will progress into chronic. Are there risk factors that push somebody 
from episodic to chronic? 
 
Bob Wold (15:45): There really isn't anything that's been identified that would do that. 
We're having a feeling that it may be medication induced just because they use so much 
medication. And certain medications will cause a rebound effect – so once you start getting 
into a rebound on clusters, it can extend the period of time that you're in cycles. So if you 
start extending those cycles, they can start running into one another. Even with chronic 
conditions though, people usually go through high and low cycles within that year. So they 
still may be really bad for six months out of the year and then they may get a couple of 
breaks where they're not quite as bad. But they don't go a day without the cluster attacks. 
 
Paula K. Dumas (16:34): So, as you've said, treatment options for cluster are especially poor, 
which is why you advocate for, and raise money for, more research. So what have we 
learned in the past few years, since you last spoke on the Migraine World Summit, research-
wise? 
 
Bob Wold (16:52): Well, the big thing on research for clusters were the CGRPs – and the one 
that was just approved, the Eli Lilly CGRP for Emgality – as the biggest advancement in 
treatments for people. And we have high hopes for it helping people with clusters. 
Everything else out there is something that we've been trying for 40 or 50 years and using, 
hit and miss, whether or not it would work or not. 
 
Paula K. Dumas (17:20): And not all the CGRPs were approved for cluster, correct? So this 
one is just slightly different and somehow is effective? 
 
Bob Wold (17:30): Yes. The only one that that went all the way through phase three study 
and was approved was Emgality, the Eli Lilly CGRP. Nobody knows for sure why, but 
personally I think that the reason that the Lilly one passed through the study was because 
Lilly did a great job for five years before going into the phase three study — studying not 
only cluster headaches but studying the patient population, and learned as much as they 
could about the patient population and the condition itself. So when they designed their 
study, they knew an awful lot about what the symptoms were, what endpoints they should 
be looking for – whether or not they were actually helping people — and sorting out things 
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— pain levels and things like that. So I think the main reason that Lilly was successful was 
because they did an awful lot of research and a lot of study into, not only the condition, but 
the people that were suffering from it. 
 
Paula K. Dumas (18:35): So you raise a really interesting couple of points. One: a patient 
centric approach can be very effective when you're making a big investment in a drug to 
actually get it approved and to market. And the study design is quite critical. But number 
two: the inference is that maybe some of the other monoclonal antibodies have potential to 
help people with cluster, if they study the population, understand the disease and then go 
through trials that are well designed. 
 
Bob Wold (19:09): Right. Absolutely. And one of the disappointments was when a couple of 
the studies were stopped before they even finished phase three – it's a little disappointing. 
And part of it is not just the fault of whichever company is going through the study. But once 
you go into phase three study, you can't tweak the study at all. You can't change the dosage, 
you can't up it a little bit or drop it down a little bit. So you're stuck with those parameters of 
that study. So it's very possible that with just a little bit of tweaking they may be able to be 
successful with some of the other ones. 
 
Paula K. Dumas (19:50): Well, that's pretty encouraging.  
 
Bob Wold (19:52): Well, it's encouraging if they decide to spend all the money that it would 
take to try some new study designs. 
 
Paula K. Dumas (19:59): Or, is it possible that some doctors might use those off-label? I 
guess they wouldn't get insurance coverage for it then, would they? 
 
Bob Wold (20:07): Yes. It's going to be difficult enough to get insurance coverage at this 
point on-label, versus off-label. But yes, I think that people will be trying some of the other 
ones off-label. But once again, that's probably not going to be able to tweak the dosages and 
things like that until they've collected enough data to find out what is helping some people 
and not helping others. So it's going to take a while to figure all that out. 
 
Paula K. Dumas (20:36): What's the early feedback you're getting from the cluster 
community on the use of the Emgality for cluster attacks? 
 
Bob Wold (20:45): Well, a lot of people are very excited to try it, and are looking forward to 
giving it a try, and are really happy that something was actually studied at phase three level 
for cluster headaches specifically, and determining a dose that works for clusters rather than 
trying a dose that works for migraine. So some of the people in the cluster community were 
able to get some of the other CGRPs that were previously approved, but for migraine – but 
they haven't had a lot of success with it because the dosages aren't set for cluster 
headaches. So in this sense, it's a good thing that there is something that was approved at a 
different dosage, because had these people tried the CGRPs that were approved for 
migraine, and they weren't working, they may have completely given up on that and never 
looked back at CGRPs again. So hopefully some more work's going to be done in that line. 
 
Paula K. Dumas (21:46): So in absence of some good pharmaceutical therapies, people with 
cluster resort to other types of treatments. Can you talk about some of those? I'll throw 
them out one by one. 
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Bob Wold (21:57): OK. 
 
Paula K. Dumas (21:57): Oxygen, I have heard, is pretty effective. 
 
Bob Wold (22:01): Oxygen is very effective for a large percentage of the people with cluster 
headaches – it's been around for over 50 years, but still there are access issues for people 
trying to get it. Some doctors still won't prescribe it. Some doctors don't know it can be 
prescribed for clusters. Others don't want to prescribe it because they think their patient's 
insurance company won't approve it. Some people that do get a prescription can't get it 
through their insurance. So there are a lot of issues with trying to get people set up with 
oxygen and then set up properly. You need high flow oxygen, and some people, if they're 
dealing with their medical supply company, end up getting a concentrator, and not the right 
equipment and not the right mask, and it doesn't work as well. So, even though it's been 
around for decades, there's still a lot of education that needs to happen, so that people can 
get properly treated. But once they get on oxygen it's very possible to be able to end an 
hour long attack after only five minutes. But they need to have it on hand and be able to get 
on it and get the high flow working right away. And it would make a huge difference in 
people's lives. 
 
Paula K. Dumas (23:22): This is something you've been advocating for on Capitol Hill, 
correct? 
 
Bob Wold (23:26): Yes, one of our most frustrating issues is oxygen, which is the number 
one abortive that's ever been approved for clusters. And everybody lists it as the number 
one abortive to be used except for CMS and Medicare – we can't get them to approve it. 
And we've been working on this for about eight years in DC, going back every year, and we 
just haven't been able to change their mind yet. Oxygen works a lot better and it's a lot 
cheaper than Imitrex, but they'll approve Imitrex, which isn't as safe and isn't as effective, 
because they can't take enough shots for all the attacks that they take. But they won't 
approve oxygen, so it's very frustrating. And just the fact that they don't approve it, that 
gives a lot of insurance companies reason to also not approve it. So that's the top of the 
ladder that we need to get changed so that we can work down and we can get everybody 
set up with oxygen. 
 
Paula K. Dumas (24:28): And zero side effects. 
 
Bob Wold (24:30): And zero side effects, yes. 
 
Paula K. Dumas (24:32): Which is helpful. And many people have now resorted to 
psychedelics, correct? 
 
Bob Wold (24:38): Quite a few. You know, the people that get online and find out that other 
people are having success with it -- word's getting around. We've been online about this for 
a long time and doing a lot of research on it. And there is a research study going on now at 
Yale, looking at psilocybin treating cluster headaches. So we're real hopeful that that's going 
to work out real well, and we'll be able to move that work forward. 
 
Paula K. Dumas (25:04): And in what form does the psilocybin come? How do you get access 
to it? 
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Bob Wold (25:09): Well, people grow their own. They're just a mushroom that grows — so 
they're able to get the spores and grow them in a fish tank, or a plastic bag — and they're 
able to grow their own medicine. So for $100 they can grow a lifetime supply of medicine. 
 
Paula K. Dumas (25:27): And then how do you take it? How do you use it? 
 
Bob Wold (25:30): They harvest the mushrooms, and they dry them so that they last a long 
time. And they can just freeze them or whatever, and keep them in the refrigerator, and 
when their cycle's about to start, they just need to consume a couple of the dried 
mushrooms. What people do is grind it up in a coffee grinder and put it into capsules and 
take a couple of capsules. And it's not something that needs to be taken every day, or it's 
not taken every time you have an attack – two or three doses, with five days in between 
those doses, oftentimes breaks the cycle and ends it completely. 
 
Paula K. Dumas (26:08): And are there side effects or safety issues that people experience 
with those? 
 
Bob Wold (26:12): Well, as far as safety goes, it's one of the safest things that you could use 
to treat your cluster headaches — there are no other side effects. They've been used for 
treating headaches for thousands of years, and no one has ever died from eating one of 
these mushrooms. 
 
Paula K. Dumas (26:30): If you get the right mushroom. 
 
Bob Wold (26:31): If you get the right mushroom — you really shouldn't be out walking 
around the forest and picking mushrooms without knowing what you're doing. So that's why 
people grow their own, so that they know exactly what it is that they're consuming. 
 
Paula K. Dumas (26:41): Are triptans effective for cluster attacks? 
 
Bob Wold (26:44): They are. But ... triptans are very close on a molecular level to the 
psilocybin, but the difference is, the results from psilocybin last a long time. Triptans usually 
only last for that attack – so people are really only able to get six or nine injections for a 
month – and they may have that many attacks in a day. So they aren't able to, number one: 
get enough for the triptans to be able to treat all of their attacks. But it really only does 
affect that one attack that you're trying to treat with it. 
 
Paula K. Dumas (27:25): There are some devices that have come out that have approval for 
cluster attacks, too. Correct? 
 
Bob Wold (27:31): Right. The electroCore device has been approved, so people are able to 
get their hands on that now through a prescription, and we're waiting to see what kind of 
results are going to be happening in the real world with it versus the study. But yes, no 
matter how many people it helps — people are using it that have nothing else that's treating 
their clusters. So, even if something new comes along and it only helps 30 or 40% of the 
people, that's 30 or 40% that had nothing at all before. And once again, there's no side 
effects to this; it's not invasive surgery or anything like that. So, we're hopeful that another 
segment of our community is going to be helped with something like that. 
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Paula K. Dumas (28:19): Many people in the migraine community are excited about the 
ditans and the gepants that are coming out to treat acute attacks. Are those being tested for 
cluster at all? 
 
Bob Wold (28:29): Not that I know of, and I don't know if anybody's actually even thought 
about that. So that's one of the things that I'm going to be doing while I'm here at the DHS 
conference, is talking to some of those people that may be able to start looking at them for 
clusters specifically. 
 
Paula K. Dumas (28:48): So, you are leading one of the biggest groups, Clusterbusters, 
focused on advocacy for people with cluster headache. What are the biggest advocacy 
challenges that you're facing right now? 
 
Bob Wold (29:00): Well, the biggest one is still the most frustrating, and that's the one with 
the oxygen at Medicare, because it's just terribly frustrating after all these years that we 
can't get them to make this change. People are dying from this condition that could be saved 
just by the simple change in regulations and allowing oxygen. So that's the biggest one. And 
then on top of that, it's still educating as many people as we can about cluster headaches in 
the medical profession, and all the different levels that people are getting misdiagnosed at. 
Getting people properly diagnosed is one of our biggest missions. 
 
Paula K. Dumas (29:43): And how do you partner with the migraine community on advocacy 
work? 
 
Bob Wold (29:47): Yes, we try to work as much as we can with the migraine community 
because we know that there is a percentage of people that are in the migraine community 
that don't need to be in the migraine community, and should be in the cluster community. 
So, we really want to get those people properly diagnosed. And all of those women that 
were told that they couldn't possibly have clusters because they're a woman — we need to 
educate them about what cluster headaches are, because if they've been treating 
themselves for migraines for 30 years and never getting any real good results, it's possible 
that that's happening because they really don't have migraine and they have clusters. So 
that's a big thing for us, is trying to educate the entire migraine community about what 
cluster headaches are. 
 
Paula K. Dumas (30:34): The migraine community occasionally sees suicide attempts within 
the population — oftentimes people who are dealing with depression, anxiety. As an 
advocacy organization, how does Clusterbusters deal with suicide attempts? 
 
Bob Wold (30:51): Yes, well, that's certainly a big part of what we do, or that drives us to do 
the work that we do. So one of the first things we did, was deal with the government 
agencies that handle a national suicide hotline, and trained their operators so that when 
they got a call from somebody with cluster headaches, they knew how to handle those calls. 
And until we went and talked to them, they had never even heard of cluster headaches, 
which are nicknamed suicide headaches. So the people who were running a suicide hotline, 
had never even heard of suicide headaches. So, if somebody with cluster headaches calls 
and they're at that point where they're considering suicide, it's a real touchy as far as what 
that operator's going to say to them. So if somebody with clusters calls an operator and the 
operator says, "Oh yeah, my mother gets migraines so I know exactly what you're going 
through," that would probably be the worst thing that person could possibly hear. So I 
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thought we were really helpful in giving them some training manuals on how to handle calls 
from people with suicide ideation. 
 
Bob Wold (31:53): We've also done some studies into that, and how bad the situation really 
is in our community so we can kind of determine what we can do to help that. And then our 
online community is really good about helping people as early on as possible because, most 
of us have been there ourselves in our own minds, and dealing with this and trying to get 
over the really low points. So when we see somebody that's starting to spiral downward, we 
try to give them help before they reach that really critical point. There's a lot of people that 
keep a close eye on all of the other people that are in the community, and you can really see 
it just in the way they post and the way they write and the way they talk about things – that 
they're starting to spiral downward. And .... 
 
Paula K. Dumas (32:50): So if someone's watching right now, and they are feeling utterly 
hopeless and frustrated with cluster headache, what hope can you give them? 
 
Bob Wold (33:02): Well, first of all, there is hope, and the number one thing that they need 
to remember is that things will get better — they always do, no matter what treatment you 
have or don't have. There's high cycles and low cycles, and things will get better and that 
attack will end, and you will go through a better period of time. So, the community kind of 
embraces those people, and reminds them of that fact that things are going to get better. 
There's more research going on now than ever before, and we're making some great 
headway in treatments, and there's a lot more attention being paid to cluster headaches. So 
it's going to be easier for them to find a doctor, it's going to be easier for them to find a 
treatment that does help — so, help's on the way. That was the one thing that always kept 
me from that, was thinking it would be a real shame if I ended things today, and tomorrow 
they came out with a cure. So you've just got to make it one more day, and the next day is 
going to be better, for the most part. So, one day at a time. 
 
Paula K. Dumas (34:14): It would be a real shame, Bob, because you inspire me and many 
other people who are learning the ropes of patient advocacy, and trying to make a 
difference — with the difference that you've made, and the investment in the community 
that you've made over the past 20 years. So thank you for that. 
 
Bob Wold (34:30): Yes. Well, thank you. It's very rewarding work, so I get paid back in those 
kinds of rewards. So thank you. 
 
Paula K. Dumas  (34:42): Tell us where we can learn more about you and all of the work that 
you're doing. 
 
Bob Wold (34:46): Well, at our website, clusterbusters.org, we keep track of everything 
going on and let people know what research is coming up, and how they could take part in 
joining the community and either join at our message board, or come to some of our events, 
or join us in advocacy work when we go to Washington, DC. Our group is very active in 
advocating for the entire community, because they know that they aren't only helping 
themselves, they can help the entire community when we make advances. So we've got a 
great group of advocates that are working for the community. 
 
Paula K. Dumas  (35:27): You do. Thank you so much. Yes. So we really appreciate you being 
with us here on the Migraine World Summit. Bob Wold, thanks for joining us. 
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Bob Wold (35:35): Well you're welcome, very happy to be here. 

 


