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Introduction (00:04): It only goes to show you that you have a legitimate, inherited, neurological 
disease that has impacted you. And I think it should be liberating in some way that it's just not 
your fault that you're experiencing this. And I think many people just feel like having migraine is 
something that they're doing wrong in their life, whether they've had it just in the beginning or 
they're a so-called "long hauler" — that they just have lived their life wrong. And that's just not 
true. You know, there's just really no evidence that if you're living your life in a way where you 
think you're exposing yourself to all the wrong triggers over decades in your life, then you're 
gonna be in trouble when you're older. That's just not true at all. And I think some of the science 
that has taught us that there are changes in the brain that happen with migraine just reinforced 
the fact that it's not people's fault. 
 
Elizabeth DeStefano (00:52): The term "long haulers" is one we've heard a lot recently in 
relation to the COVID pandemic. But it's also one that could be used to describe many of us who 
have lived with migraine for many years. Here to speak with us today and answer questions 
about living life with migraine for the long haul is Dr. Matthew Robbins. Dr. Robbins, welcome 
back to the Migraine World Summit. 
 
Dr. Robbins (01:17): Thank you, Elizabeth. I'm delighted to be here with everyone. 
 
Elizabeth DeStefano (01:24): What differences do you find in treating patients who are recently 
or newly diagnosed with migraine versus those who have lived with it for decades? 
 
Dr. Robbins (01:35): Well, that's an interesting question. There's a lot of variability that can be 
at play in those two different circumstances. I think it's kind of intuitive that people who have 
had migraine for a long period of time may have a different set of expectations and coping 
strategies with how they can live with migraine. And often, people who first develop migraine — 
especially if they develop it early, and often, and severe — it can often be much more difficult to 
cope because you are not used to having to have this be such an intruder into your life. And that 
can be accompanied often by this, sort of, sense of injustice; that it's just not fair all of a sudden 
that, you know: “My life and my plans were set and I have a schedule and my professional and 
personal existences are so, and then suddenly here's this unwanted presence in life that disrupts 
it rather abruptly.” I think that sense of injustice can also come with living with a chronic disease 
over time. But the definition of "chronic" in terms of migraine is three months or longer. It's not 
that ... it's not very long. 
 
Elizabeth DeStefano (02:42): And what do you see about physical differences upon presentation 
of migraine with someone who is more recently experiencing it, versus over a long period? 
 
Dr. Robbins (02:55): That's also an interesting question. At face value there's not really much of 
a difference in terms of what we consider symptoms to lead to a diagnosis of migraine. So the 
criteria is still the same: migraine features, attacks of headache that's often severe; it can be 
throbbing, it can be one-sided or both-sided; it's worse with any routine physical activity or 
having to concentrate. And often all those dreadful associated nonpain symptoms, like nausea 
and vomiting, and being sensitive to light and noise and sound. And many people have what we 
call aura, and also symptoms that surround a migraine attack both before and after at the very 
beginning and end like a prodrome and then a postdrome. And those can exist for people who 
experience migraine at the beginning, or even over many, many years. And some people when 
they get — when they have lived with migraine for decades or longer — sometimes some of 
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those associated symptoms can be less intense or even separate from the headache part of 
migraine altogether. 
 
Dr. Robbins (03:57): It's very well-known that, say, migraine aura when it presents in people 
who are older often can happen without headache at all, and often leads to a lot of testing, and 
even emergency department visits because it's such an unusual symptom. And when it's not 
with headache, that sort of connection that a person, or a clinician, or doctor, or advanced 
practice provider can make with migraine might not be as apparent. And then some of the other 
associated symptoms may also be less intense and be sort of different. 
 
Dr. Robbins (04:28): So, some people may not — when they're older and have migraine for a 
long time — may not have such intense nausea and vomiting, but they just might have this 
sense of, "Blah. I just don't really want to eat anything today." And I think sometimes we don't 
ask specifically, "Are you nauseous?" "No." "Are you throwing up [with] your headaches?" "No." 
But still, they're not eating anything all day, and sometimes we don't ask a little bit deeper. You 
might miss that type of associated feature that might be a little more subtle in someone who's 
older and has had migraine for a long period of time. 
 
Elizabeth DeStefano (04:56): One of our viewers, Mary, who has lived with migraine for more 
than 50 years, referenced how her migraine has changed over time. And she wondered, what it 
is that changes the pain and other symptoms that can accompany migraine? She's curious as to 
whether it could be the medications, the disease itself, or something else. 
 
Dr. Robbins (05:17): Well, Mary has great questions. I think there's a lot that is not known about 
the long-term, sort of, trajectory of migraine. We do know that, as I mentioned, some symptoms 
of migraine can change over time, particularly those associated nonpain symptoms. But we 
don't know what drives the change. And there's a lot that's been investigated related to 
migraine and what is happening in the brain. We know that people with migraine can have MRI 
scans that show certain types of abnormalities that we believe to be benign, not dangerous, and 
not associated with anything like cognitive impairment over time. But that is a marker that there 
are things in the brain happening in people with migraine. And what is not known is how any 
brain changes with migraine really correlate with the symptoms over time. We just don't have 
that understanding. 
 
Elizabeth DeStefano (06:17): And that is a common concern you hear voiced by people who 
have had imaging studies and learn that there is an apparent structural change to their brain. 
You've mentioned that that seems not to correlate with common concerns that people associate 
with that — questions about cognitive impacts and so forth. Are there any concerns that we 
should have when we learn of the fact that our brain has been subjected to migraine for 
decades — any other types of long-term impact of the disease itself? 
 
Dr. Robbins (06:50): Well that's interesting, Elizabeth. Yes. So, migraine is more than just what 
happens during individual attacks that feature headache and other symptoms. So having 
migraine does have other implications. You know, it does mean that — especially if you have 
aura with migraine or migraine with aura — that you do have associated but very modest health 
associations, such as a higher risk of having cardiovascular disease or even a higher risk of 
having a stroke, although that's usually confined to women who are younger and ironically not 
older — the cutoff seems to be age 45 or younger, and it's a very modest risk. So yes, and that 
also extends to other situations in life, such as women who are becoming pregnant. And it could 
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be that if you have migraine, especially migraine with aura, that could elevate the risk of having 
high blood pressure in pregnancy, or even preeclampsia, which is an extension of that. 
 
Dr. Robbins (07:53): So yes, having migraine has other implications to overall health and well-
being. Much of what we know about that is confined to people who are younger and middle-
aged and not actually older adults who had migraine over time. I think common sense is such 
that if you have very frequent migraine over time, it's sort of like the wheels are greased in the 
brain for pain to keep happening at a lower threshold. And that probably underlies the reason 
why, although migraine becomes less common as people get older in both men and women, 
chronic migraine —the more severe form of migraine, where people are having migraine 
symptoms at least half of all days for many months in a row — happens at the same rate in older 
adults. 
 
Dr. Robbins (08:37): So, migraine doesn't remit as much when it's chronic when people are 
older, which probably means that there have been some changes in the brain that have been 
made, or the pain processes or structures or connections are just too easily activated. The good 
news is a lot of these changes that have been studied in very detailed MRI studies or other fancy 
imaging studies, show that a lot of those changes physically are reversible — different places of 
the brain that get too thin or too thick, often those changes can be reversed over time and 
correlate with improvement. So, I think people should not lose hope that even if we tell you 
your brain is doing something different or might even physically become different, that that 
can't be undone. 
 
Elizabeth DeStefano (09:27): So, there is the chance that by decreasing the frequency of attacks 
through all of the different approaches that people employ to do so, that those changes actually 
can reverse. 
 
Dr. Robbins (09:38): That's right. Now that's not ... these are really changes that are only looked 
at in investigational settings, not in, sort of, the regular MRIs that we do. The changes that we 
see most commonly on MRIs — for people who have headache problems, especially migraine — 
is that there might be these small, white-matter abnormalities in the brain that are small and 
can be scattered. And what we know from some studies that have followed people over the 
long run is that they're not associated with cognitive changes that accompany those 
abnormalities. And whenever patients tell me that they're worried, you know, "why I have these 
changes on my brain on my MRI, you know, it just makes me worried?" I don't blame them, but 
what I do is I try to turn it around and say, "Look, the fact that migraine is associated with an 
MRI change in some people is just a legitimizing fact that it's a brain problem. You can see that 
there's evidence of that based on this scan that you just had. And it only goes to show you that 
you have a legitimate, inherited, neurological disease that has impacted you. And I think it 
should be liberating in some way that it's just not your fault that you're experiencing this." 
 
Dr. Robbins (10:56): And I think many people just feel like having migraine is something that 
they're doing wrong in their life — whether they've had it just in the beginning or they're a so-
called "long hauler" — that they just have lived their life wrong, and that's just not true. You 
know, there's just really no evidence that if you're living your life in a way where you think 
you're exposing yourself to all the wrong triggers over decades in your life, then you're gonna be 
in trouble when you're older. That's just not true at all. And I think some of the science that has 
taught us that there are changes in the brain that happen with migraine just reinforced the fact 
that it's not people's fault, that migraine is genetic, and things happen in the brain 
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spontaneously, and much of what we think about triggers and such may really just be part of the 
migraine spectrum itself, like in the postdrome and the prodrome, for example. 
 
Elizabeth DeStefano (11:42): You touched on the increased risk of certain things with long-term 
exposure, of course, to migraine, such as those related to pregnancy and cardiovascular risks — 
that, interestingly, as you mentioned, are really for a younger age. What about other increased 
incidences, particularly of mental-health-related issues — anxiety and depression — with long-
term experience of migraine as a significant part of life? 
 
Dr. Robbins (12:11): Well, exactly Elizabeth, that's that concept of what is often referred to in 
the medical world as "comorbidity," where the chances of two conditions happening together is 
just greater than randomness alone. And we know that migraine is more likely to be happening 
in the presence of someone who has depression, or anxiety, or another pain problem, or a sleep 
disorder, or epilepsy, or many other different conditions. Sometimes that just adds to the 
overall health burden that someone has. But at other times it provides an opportunity for us to 
provide treatments that might help both conditions, for example. 
 
Dr. Robbins (12:52): And then the other thing that I would say related to your very early 
question in our discussion is the presence of either depression or anxiety symptoms with 
migraine can be related to migraine itself and be a source of an opportunity to make migraine 
better, because if we can target coping strategies with, say, certain types of behavioral 
treatments, then that can really work. And that often is something that we underestimate too 
much in people who've been recently diagnosed with migraine, where we might, sort of, be 
hopeful that it's gonna get better on its own quickly, but then maybe don't empower people 
with those coping strategies, let's say, a behavioral treatment early on. 
 
Elizabeth DeStefano (13:43): Touching on comorbidities, do you find that there are 
opportunities to address migraine and other conditions concurrently with the same medication? 
You touched on depression. We had a number of viewers note their, almost, dream that one 
medication could treat both migraine and, for instance, various types of arthritis, for instance. 
Do you find the ability to do that with migraine in a certain number of other comorbidities? 
 
Dr. Robbins (14:11): Well, that's a great question. Whenever ... and this really focuses on what 
we call preventive therapy — when a patient is placed [on] or takes or uses some type of a 
maintenance treatment to reduce how frequent and severe migraine is, and hopefully to put 
this dreadful thing into a remission. So, I think this goes to this, sort of, sense of personalized 
medicine. When we think about what preventive treatments someone is going to benefit from, 
or not be harmed from, or tolerate the best, we really think about globally, what does this 
person — this individual sitting face-to-face or, across the telemedicine encounter, screen-to-
screen with us — in terms of what other medical problems they might have, or what other sort 
of lifestyle or preferences they might have. So yes, the traditional approach is always, well, if 
someone has, say, an anxiety disorder or depression, then we might lean towards using one 
medication that might treat both. 
 
Dr. Robbins (15:14): Now, the problem though, is that sometimes when you, sort of, are too 
fixated on a one-size-fits-all, "I want this treatment to be a twofer, two for the price of one." 
Sometimes then you treat neither one well. And that happens. And there's explanation for that. 
For example, one of the oldest treatments around that we have for migraine are these tricyclic 
antidepressants — the common ones are amitriptyline or nortriptyline. The doses that really 
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help for depression when those are used are really 75 mg and higher, but it's hard for people to 
tolerate, especially people with migraine who ... when you compare people with migraine for 
the same treatment to someone who doesn't have migraine with the same medication, people 
with migraine don't tolerate medications as well — they're just more prone to side effects 
because of biological, not psychological reasons. And for example, that same amitriptyline or 
nortriptyline — which would start to help mood at 75 mg dosed every single night — that would 
be too strong in most circumstances for people with migraine, at least to start. 
Dr. Robbins (16:18): So, it could be that doses of only 10 or 20 mg are what people can tolerate 
and work well, and that might work for migraine, but then might not do very much for 
depression, for example. So, sometimes the reality is you have to treat both separately, but both 
well, to make someone better. 
 
Dr. Robbins (16:36): And then the other question is we're now in this wonderful era, having 
newer treatments for migraine — we have, finally, designer drugs that are migraine-preventive 
treatment, such as those that target this, what we call a neuropeptide called calcitonin gene-
related peptide or CGRP. The issue is those don't really have very much evidence, at least yet, to 
treat other medical conditions. So, it's hard to know whether we should — obviously this puts 
concerns like cost of a drug or treatment and access from insurance companies aside — we 
don't know whether we should go to such a treatment so early versus use one of the old 
treatments that were designed for high blood pressure, or depression, or anxiety, or seizures, to 
treat first. 
 
Dr. Robbins (17:22): There is some investigation of one of the CGRP treatments to treat a 
common migraine comorbidity called fibromyalgia. So it would be nice if that happened to show 
benefit for that condition, too. But so far, we don't see any ... no benefits have been reported 
yet for the CGRP medications for other comorbidities of migraine, but it would be nice if they 
did, because they're so useful for migraine. 
 
Elizabeth DeStefano (17:49): And so, when you talk about this concept of the benefit, ideally of 
using a medication that could treat both — and if it does treat both effectively, wonderful — but 
if it doesn't treat either optimally, that really you're looking at treating them separately: Does 
that apply also to some other common comorbidities that are always voiced — migraine with a 
weight-loss focus, migraine with sleep disorders — as well? 
 
Dr. Robbins (18:14): Yes, I think so. I think yes, it's compelling if someone has migraine and also 
terrible insomnia to use a preventive treatment at night that's going to help them fall asleep. 
And some of the medicines I mentioned before, what are probably most commonly used like 
this — amitriptyline or nortriptyline, those tricyclic antidepressants. The issue though, is a 
condition like insomnia is best treated not by medicine but by behavioral treatments: by 
understanding sleep hygiene and how to perhaps manage anxiety that's often a driver of either 
insomnia that's sleep-onset, can't fall asleep in the first place, or sleep maintenance — how to 
stay asleep throughout the night. The converse to that though, is we should always try to avoid 
medicines that might aggravate insomnia, and there are some. 
 
Dr. Robbins (19:01): So, I think yes, if someone is interested in losing weight or wants a 
medication that's going to help at least not cause weight gain, then yes, we might err on the side 
of using a preventive treatment called topiramate, which is one of the only treatments around 
that might help with some modest degree of weight loss. But that shouldn't be a surrogate for 
healthier, long-term strategies to promote weight loss, to keep it off. Because what we often 
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see is if someone isn't staying on that topiramate medication, often the weight will rebound to 
where it was and might not actually be the healthier way to lose weight, for example. So, some 
exercise and nutritional program would really be better. 
 
Dr. Robbins (19:45): So, what's important when we treat these comorbidities is not to 
shortchange the comorbidity just because one treatment happens to cover both in theory. The 
one exception to that I would say might be behavioral treatments, which we totally underuse, 
but behavioral treatments that work for migraine, such as cognitive behavioral therapy, can be 
great to really do a deeper dive into the mix of anxiety and migraine for insomnia and migraine, 
because those are just so intimately related and coping strategies for one are often transferable 
to the other. 
 
Elizabeth DeStefano (20:21): So, the twofer from behavioral approaches may actually be more 
often effective than a twofer from a medication, or ... 
 
Dr. Robbins (20:30): That is my strong belief. 
 
Elizabeth DeStefano (20:34): Interesting. A number of our viewers have expressed their 
frustration with having a response to a medication only to find that it stops helping at some 
point. What happens when treatments that have worked stop working? 
 
Dr. Robbins (20:46): Well, that's just the worst. I mean, it's not fair when you finally hit on a 
treatment that works and has sustained benefit, and then it wanes over time. I mean, that is just 
unfair to people with migraine, where it can take so long to find the right treatment or 
combination of treatments that work. The good news is that it looks like the newer treatments, 
the CGRP-targeting antibody treatments, have a very durable response — at least in the clinical 
trials and the people who are in long-term follow up — that those benefits of being on the same 
medication don't wane very often over time. So, if things are working, they can stay working for 
years and hopefully — and in my experience in clinical practice, since I remember May 2018 was 
when erenumab first came out and we could prescribe it — we've seen that in clinical practice 
and that's a really encouraging phenomenon. 
 
Dr. Robbins (21:40): But I've also seen people on those treatments, or many other treatments, 
have that phenomenon you described where a treatment that was working over months or 
years, just wanes and stops working. There are biological and psychological factors that might 
be responsible for that. There are some people who have this phenomenon where that happens 
with every treatment they try — it works for a while, and then it stops. It could be that in those 
people, we’re not engaging, say, behavioral treatments which are synergistic with medical 
treatments. We know that from different studies the best preventive treatment is when you 
combine a medication with a behavioral treatment together. And it's like a one-plus-one-equals-
three type of a thing. And it could be that that reinforcement is needed in particular in certain 
patients because of genetic reasons or other lifestyle factors perhaps; I'm not sure. 
 
Dr. Robbins (22:36): What I can say is it's frustrating; we see it, it's terrible. Sometimes we give 
the treatment a break and then later on try to recapture the magic by starting it anew, 
sometimes that can help. There's no scientific evidence that really has helped to guide us in 
[this] circumstance, but, you know, if something stops working, I generally will stop the 
treatment and not just hope that it's gonna start up working again. I generally will move on to 
something else, but then not rule out coming back to it because sometimes having some 
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"honeymoon period" off of such a treatment might lead to it to work again later on, and that I 
might consider doing. Sometimes you have to look for other things: Were there medication 
interactions that led to the, say, the level of the medication falling because of something else 
someone is doing? Or is there some overriding behavioral or lifestyle factor that's interfering 
with why a preventive treatment is working, or could it even be something like medication 
overuse, which obviously complicates the picture in many different people? So, all those factors 
you have to kind of think about but there's no magic solution to this. It's just a frustrating and 
unfair phenomenon, but hopefully the newer treatments are gonna feature that far less. 
 
Elizabeth DeStefano (23:51): Sounds like it takes a great partnership of perseverance on the 
part of the person living with migraine, dedication on the part of the provider, and willingness to 
trial and error and hope for new treatments that are ever coming out. 
 
Dr. Robbins (24:07): That's right. And what the newer treatments — since they're more specific 
to migraine as a disease; they're designed for migraine — the hope is that they are not just 
suppressing symptoms, but they're altering the underlying disease and making the brain less 
used to having migraine pain and other symptoms all the time. It could be that the older 
preventive treatments are more symptom suppressors, I suppose we just don't know. We don't 
have any really long-term comparative studies of the newer versus the older treatments to see 
how the more long-term improvement is with being on the newer treatments versus those older 
treatments. 
 
Elizabeth DeStefano (24:44): You touched earlier on the idea of brand new onset of aura, as 
something that's obviously of concern and worth an evaluation. What about the seemingly new 
onset of a new type of headache or migraine attack when those of us who have lived with 
migraine for a long time suddenly experience a change in responsiveness to medication to a 
headache or migraine attack? In what circumstances should there be an evaluation of any type 
of new disease? 
 
Dr. Robbins (25:17): Well, I think at the least it should prompt a conversation and probably 
some assessment of some sort. In most circumstances it's probably just migraine, I think so; or a 
treatment lost its oomph because of the factors we were just discussing; or maybe medication 
overuse is present and is negating the benefits of a preventive treatment; or some other factor. 
But I think scarier causes of headache happen more often in people over the age of 50. So, 
especially in people who are older, if there's some real change that's at variance with the usual 
pattern, then that deserves an investigation of some sort. Whether it deserves, say, an MRI scan 
— it might often, yes — but that [would] probably be up to the patient and the clinician in their 
conversation and assessment. 
 
Elizabeth DeStefano (26:10): Separate from age-related risks, really, and more as relates to 
length of time on medications, what concerns do you find that patients most often have with 
long-term migraine medication use and what concerns you? 
 
Dr. Robbins (26:25): Well, I think, fortunately, we have really never been demonstrated any 
specific harms for being on almost all migraine treatments in the long run. I think that's very 
reassuring. All the older preventive treatments, perhaps, we have evidence from those original 
conditions that they were invented for use for. So, people are on, say, beta blockers for high 
blood pressure for decades, and we know they're quite safe. And probably the same goes for 
tricyclic antidepressants, or even medicines like topiramate and botulinum toxin — as another 
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treatment we use commonly for chronic migraine, also seems to be quite safe; it was approved 
for migraine over a decade ago, so people have been on it for that and longer. And generally, it 
seems to be quite safe. The one, sort of, more subtle change that can happen with that 
treatment is sometimes it can weaken muscle or cause muscle loss; the muscle bulk can 
diminish and sometimes that can happen in the muscles in the temples. And sometimes that can 
lead to more pain with chewing. So, if I notice that, I might decrease the dose or avoid the usual 
number of injections in the temple muscles in people who've been on it for a long time if that 
takes place, but most of the time that's not necessary. 
 
Dr. Robbins (27:40): And for the newer CGRP-targeting medications, we don't know. We know 
from some of the, what we would call open-label studies, once people are all not blinded to 
what treatment they're on in a clinical trial and kept on the real deal for years in a row, we do 
have some follow-up studies for several years showing safety and no higher signal of 
cardiovascular events. But in all those circumstances, people have been started on those 
treatments in the trials younger than age 65. So the safety of those treatments in people who 
are older adults, especially in the long run, is really not quite known. That being said... So, you 
have to really take extra consideration when you're gonna start an older adult on such a newer 
migraine treatment. And now that we have CGRP blockers that are pills that last for much 
shorter periods of time, if you had to stop it, you can just stop the pill much more quickly than, 
say, an injection that's gonna last in your system for a month or longer. 
 
Elizabeth DeStefano (28:35): Thank you so much, Dr. Robbins, this has been incredibly helpful. 
And I know that so many of us who are living with migraine for the long haul will take a lot away 
from it. Where can we learn more about you or follow the work that you are doing? 
 
Dr. Robbins (28:51): Well, I work at Weill Cornell/New York Presbyterian in New York City. So, 
the website will have information. And then also I am active on social media, on Twitter. So you 
can look for my account, which is @mrobbinsmd. 
 
Elizabeth DeStefano (29:06): And are there any final thoughts you'd like to share about what 
you think is important for people who are living with migraine for a long period of time and as a 
significant part of their lives? 
 
Dr. Robbins (29:19): I think there should always remain hope. I think both the clinicians and the 
patients should never lose hope. There's always more that can be done, either to treat the 
underlying problem, which is migraine, a genetic brain problem, or [treat] how we deal and cope 
with it. 
 
Elizabeth DeStefano (29:37): Thank you. Thank you so much for joining us again, Dr. Robbins, on 
the Migraine World Summit. 
 
Dr. Robbins (29:42): You're very welcome. It's a pleasure. 


