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Abstract

In 2022, Bruce Willis' family released a statement saying that he had been diagnosed with aphasia (an acquired language impairment) and
would no longer be acting. Ten months later, the Willis family released another statement indicating that he received a more specific diagnosis
of frontotemporal degeneration (FTD). This resulted in an explosion of media coverage, as prominent news outlets scrambled to produce stories
describing FTD to a public largely unfamiliar with the disease. The quality of these stories varied widely, and in many cases the relationship
between aphasia and FTD was misrepresented, as were basic descriptions and facts about FTD. FTD refers to a class of protein-misfolding dis-
eases that are a common cause of aphasias due to neurodegeneration, or primary progressive aphasias (PPA). Rather than describing how FTD
was discovered to be the underlying source of Mr. Willis" aphasia, many reports described his aphasia as “progressing into” FTD, implying they
are two different disorders. Furthermore, these reports used the terminology of frontotemporal “dementia” rather than “degeneration’ a term
that invokes many stereotypes in the public imagination and may have contributed to misrepresentations in coverage. Instead of focusing on
the language symptoms of PPA, reports often emphasized the personality and behavioral changes more closely associated with other variants
of FTD. The substance of various facts, such as how common FTD is and how it can be treated, varied widely across reports. In sum, the media
coverage of Mr. Willis" diagnosis reveals the extent to which the media and general public are uninformed about FTD and PPA. The remedy for
this problem is to promote greater awareness of FTD, in both the public and the medical provider class. The Willis family's disclosure was a
courageous act that helped bring much-needed attention to this disease.

Translational Significance: Although frequently seen in specialized neurological and memory clinics, frontotemporal degeneration (FTD)
remains less well known by the public compared to other neurodegenerative diseases such as Alzheimer’s and Parkinson's disease. We
highlight the extent of this problem via an analysis of media coverage, fact-checking aspects of various print, internet, television, and cable
reports. It is our hope that such interactive dialog between the media and scientific/medical communities may help to promote public
awareness and clear up misconceptions. Greater awareness of FTD in the public and medical provider class may allow affected individuals
to be diagnosed more accurately and faster.
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On March 30,2022, Bruce Willis’ family released a statement,
saying that “... Bruce has been experiencing some health is-
sues and has recently been diagnosed with aphasia, which is
impacting his cognitive abilities. As a result of this and with
much consideration Bruce is stepping away from the career
that has meant so much to him” (Moore, 2022). Aphasias are
disorders of language, typically resulting from either a brain
lesion (e.g., stroke, tumor) or from neurodegenerative disease.
None of the media reports or the family’s subsequent state-
ments suggested the presence of a lesion, which would have
likely been detected with brain imaging. In combination with
Mr. Willis’ age (67 at the time of diagnosis), it seemed more
than likely that his language symptoms were a result of neu-
rodegeneration.

This syndrome is known as primary progressive aphasia
(PPA), in reflection of the unfortunate fact that neurodegen-
eration and language symptoms become worse over time
(Gorno-Tempini et al., 2011; Mesulam, 1987). Confusingly,
PPA is a cognitive syndrome rather than a neuropathological
diagnosis, which means it can be caused by multiple under-
lying diseases. One of the most common causes of PPA is a
class of diseases is called frontotemporal degeneration (FTD;
a.k.a. frontotemporal dementia, frontotemporal lobar degen-
eration), based on the misfolding of certain tau or transac-
tive response DNA binding protein 43 (TDP-43) proteins
(Borghesani et al., 2020; Mesulam et al., 2023; Snowden et
al., 2007). Most of the remaining PPA cases are an atypi-
cal manifestation of the plaques and tangles of Alzheimer’s
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disease (Bergeron et al., 2018; Spinelli et al., 2017). As such,
the most likely sources of Mr. Willis’ aphasia would be FTD
or Alzheimer’s disease pathology.

People familiar with PPA were thus unsurprised 10 months
later (on February 16,2023) when Mr. Willis’ family released
a statement saying: “Since we announced Bruce’s diagnosis
of aphasia in spring 2022, Bruce’s condition has progressed
and we now have a more specific diagnosis: frontotemporal
dementia (known as FTD)” (Willis et al., 2023). The resultant
flurry of media reports, however, portrayed Mr. Willis’ FTD
diagnosis as a surprising further development, rather than
confirmation of the most likely scenario given the known
underlying pathobiology of PPA.

Examination of the previous media coverage in March of
2022, in response to the family’s initial aphasia announce-
ment, shows a perplexing lack of journalistic memory. The
morning after the family’s aphasia statement, the NBC
Today Show (Gaines & Miller, 2022), ABC’s Good Morning
America (Schindler, 2022), and the CBS Mornings show
(Fripp, 2022) all described how aphasia could be caused by a
progressive dementia/neurological disease. People Magazine
quoted the Mayo Clinic, noting that aphasia “typically occurs
suddenly after a stroke or a head injury. But it can also come
on gradually from a slow-growing brain tumor or a disease
that causes progressive, permanent damage (degenerative)”
(Juneau, 2022). And vyet, following the family’s FTD state-
ment 10 months later, NBC News NOW reported that Mr.
Willis ... has been diagnosed with something called fron-
totemporal dementia. It comes a year after the actor’s family
revealed he suffered from a different cognitive disease known
as aphasia” (Hopper, 2023).

Media Misrepresentation of Mr. Willis’ FTD
Diagnosis

The family’s FTD statement was released on the website for
the Association for Frontotemporal Degeneration (AFTD) on
February 16 (2023), and was carefully crafted (Willis et al.,
2023). Their description of the relationship between aphasia
and FTD was, as one would expect, clear and accurate, saying
that FTD was a more specific diagnosis of the cause of the
aphasia suffered by Mr. Willis. When paraphrased by news
anchors on multiple television shows that evening, however,
the relationship was reworded in a way that may have misled
the lay public.

As reported by Norah O’Donnell on the CBS evening news,
“His family says that has progressed into frontotemporal
dementia, which impacts personality, behavior, and language”
(Nalesnik & Hawley, 2023). Similarly, Entertainment Tonight
reported that the family “... revealed that his brain disease
has progressed to frontotemporal dementia” (Campbell,
2023). An article in Variety said that “... the 67-year-old actor
had been diagnosed with aphasia and would retire from act-
ing, his condition has now progressed into frontotemporal
dementia” (Moreau, 2023). The half-spoken connotation here
is that aphasia can develop into the more serious condition of
FTD, failing to recognize that the former is a manifestation
of the latter. As an analogy, it would be harder to imagine
cognition and neuropathology being conflated in this way if
a patient had instead been diagnosed with tremor, and it was
later revealed the underlying source was Parkinson’s disease.
In such a scenario, given the public’s greater familiarity with
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this syndrome, it seems unlikely that the media would report
tremor “progressing into” Parkinson’s disease.

So why did several news outlets change the family’s state-
ment in nearly the same way, by stating that aphasia pro-
gressed into FTD? One possibility is that it made for a better
narrative: an esoteric and complicated story about diagnostic
clarification is not nearly as interesting as a story of one of the
world’s largest stars suffering further misfortune Reporters
may also have been encouraged along that path by the ways
in which we describe FTD. The family’s statement included
the terminology of “frontotemporal dementia,” and the latter
word invokes many connotations in the public imagination.

In common practice, the term dementia is used to refer to
any neurodegenerative disease affecting older adults. This term
has been in use since the 1600s, derived from Latin, meaning
“madness” or “being out of one’s mind.” The implication is
that someone with dementia is mentally ill and suffering from
pervasive cognitive impairments. The reality, however, is that
many neurodegenerative diseases target a small number of
brain networks in initial stages, resulting in isolated domains
of cognitive and behavioral impairments.

The most common form of neurodegeneration targets the
medial temporal lobes first, resulting in the amnestic syn-
drome of Alzheimer’s disease. Although memory is affected
in early stages, other cognitive faculties such as language,
visuoperception, and motor skills (praxis) may remain rela-
tively intact during that time (Davidson et al., 2010; Stopford
et al., 2008). The distribution of FTD pathology is more
variable and is often first apparent in the frontal and/or tem-
poral lobes (hence the “frontotemporal” monicker) but may
concentrate in other regions in variants such as corticobasal
degeneration and progressive supranuclear palsy. This results
in a bouquet of symptoms, sometimes resulting in language
impairments (i.e., PPA), other times in personality and behav-
ioral changes, and other times in motor impairments. Other
domains of cognition such as memory and visuoperception
may be relatively spared in early stages (Gorno-Tempini et al.,
2011; Mesulam et al., 2012; Rascovsky et al., 2011).

The specific domain of impairment often determines the
specific limitations a person with FTD might face in daily life.
Far from the stereotype of dementia with confusion and lack
of insight, an individual in the early stages of PPA may live
a relatively normal life, experiencing difficulty mainly when
having to translate thoughts through the filter of language.
Having said that, the everyday experiences and quality of life
vary widely across individuals with PPA (Davies & Howe,
2020; Ruggero et al., 2019, 2023).

When the term dementia was applied to Mr. Willis, this
likely evoked a set of stereotypes among reporters that influ-
enced the coverage. By subtly changing the family’s state-
ment such that Mr. Willis” aphasia “progressed into” FTD,
news outlets created a digestible, if potentially inaccurate,
narrative for public consumption: Mr. Willis had language
impairments, but now he has developed dementia. It reduces
a complicated and diverse set of interrelated cognitive, ana-
tomical, and pathological processes into a single term that
every American is familiar with and can be equally applied
to any individual with neurodegenerative disease, regardless
of their specific circumstances. This was most clearly distilled
in the chyron on the bottom of the screen during the next-
day CBS Mornings coverage, which simply read “Bruce Willis
diagnosed with dementia” (Fripp, 2023).
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In 2008, a caregiver whose partner had neurodegenera-
tive disease teamed up with an expert clinician/researcher,
and together they published a paper calling for the term
dementia to be eliminated from medical diagnoses alto-
gether (Trachtenberg & Trojanowski, 2008). In 2011, AFTD
changed its name from the “Association for Frontotemporal
Dementia” to the “Association for Frontotemporal
Degeneration.” At the time, the association noted that “A
significant portion of families do not identify with the term
‘dementia’ and some are offended by it” (Association for
Frontotemporal Degeneration, 2011). They further described
why they chose the alternative term of degeneration: “The
term ‘degeneration’ emphasizes some of the critical charac-
teristics of FTD—the gradual and progressive nature of the
degeneration in brain cells, as well as variable degrees of the
degeneration in cognitive, behavior, language, and motor
functioning.” It is possible that the media coverage of Bruce
Willis* FTD diagnosis would have had a different tone, and
perhaps have been subject to less distortion, if his diagnosis
been described as “frontotemporal degeneration” rather than
“frontotemporal dementia.”

Fact-Checking Other Aspects of the Media
Coverage

After stating the headline that Mr. Willis had been diagnosed
with FTD, most of the news stories then expanded by provid-
ing fundamental facts about FTD. The accuracy in reporting
these facts varied widely across media outlets. The most egre-
giously inaccurate reports were published on the same day
as the family’s FTD statement (February 16, 2023), suggest-
ing that a rush to report same day led to errors. There were
also clear distinctions in the quality of reporting between
the nation’s premier newspapers (The New York Times and
The Washington Post), who produced impressive same-day
reports, versus the same-day and next-day coverage on tele-
vision, cable, and internet news outlets. Factual coverage
almost universally focused on addressing the following ques-
tions, all of which would be valuable for the public to know:
(1) what is FTD?, (2) how common is FTD?, and (3) are there
any treatments for FTD?

What Is FTD?

The same-day New York Times story described FTD as “...
a form of dementia that occurs most commonly when nerve
cells in the frontal and temporal lobes of the brain decrease
in number,” which is a reasonable enough description (Blum,
2023). The story described how “There are two main vari-
ants of FID: primary progressive aphasia, which hampers
a patient’s ability to communicate, and behavioral variant
frontotemporal dementia, which manifests as personality and
behavioral changes.” Importantly, this description acknowl-
edges that there are two common syndromes of FTD with
different cognitive symptoms (although motor variants also
exist).

Many individuals with FTD pathology display the syn-
drome of behavioral variant FTD (bvFTD; Hogan et al.,
2016; Knopman & Roberts, 2011; Logroscino et al., 2023).
Atrophy in these individuals is most intense in the frontal
lobes, resulting in changes to personality and comportment.
Specific symptoms may include impulsivity, socially inappro-
priate behaviors, apathy, eating changes, and loss of empathy

(Rascovsky et al., 2011). These changes may drive individu-
als to engage in criminal behavior for the first time in their
lives, so bvFTD is sometimes identified via interactions with
the criminal justice system rather than the healthcare system
(Diehl-Schmid et al., 2013).

Another common manifestation of FTD is the PPA syn-
drome (Hogan et al., 2016; Knopman & Roberts, 2011;
Logroscino et al., 2023). The Washington Post same-day
report had the most thorough and accurate description of
PPA, describing the language symptoms, the underlying pro-
teinopathy, and the relationships between the two. “There
are two major subtypes of aphasia—the agrammatic type
or the semantic type—that are caused by FTD, said Brad
Dickerson, Director of the Frontotemporal Disorders Unit at
Massachusetts General Hospital, neurologist and professor
of neurology at Harvard Medical School. ‘The agrammatic
type is more of a problem with producing grammatically
constructed sentences, syntax, whereas the semantic type is
really the meanings of words,” he said. ‘The agrammatic type
tends to be due to the tau problem in the brain, which affects
the frontal lobe, mostly. Whereas the semantic type tends to
be due to the TDP-43 type, which tends to affect the tempo-
ral lobe of the brain’” (Sima et al., 2023). Symptoms in the
semantic subtype of PPA center on inability to comprehend
the meaning of individual words, particularly nouns (Hurley
etal., 2012).

In contrast to The New York Times and The Washington
Post same-day reports, which emphasized that bvFTD and
PPA are two different syndromes, most television news cov-
erage conflated the two very different sets of cognitive symp-
toms, and implied that Mr. Willis was suffering from both.
To be clear, a given individual with FTD may show a mix-
ture of language and behavioral symptoms, particularly in
late stages of disease when atrophy spreads to multiple brain
networks (Modirrousta et al., 2013), but in earlier stages
cognitive impairments can be relatively isolated to a single
domain (e.g., language; Mesulam et al., 2012). Given the fam-
ily’s statements it was clear enough that Mr. Willis has been
suffering from PPA, so it is unclear why many news outlets
focused on the more flamboyant symptoms of bvFTD.

For example, on ABC News Live Prime’s same-day coverage,
they described how FTD “... can be very tricky to diagnose
because its most prominent symptoms are actually behavioral.
So, in addition to cognitive impairment, these patients may
develop dramatic personality changes, they may develop com-
pulsive or impulsive behaviors, they may be inappropriate at
times, they may be apathetic, there’s so many different ways
this can look. And, of course, in some cases language can be
a major presenting symptom” (Kavanaugh, 2023). The lan-
guage symptoms of PPA were also listed after the behavioral
symptoms of bvFTD on the CBS Evening News, when Nora
O’Donnell said that FTD “... impacts personality, behavior,
and language” (Nalesnik & Hawley, 2023). In drawing anal-
ogies to other medical conditions, it would be hard to imagine
a report on an early lung cancer diagnosis beginning with a
description of late-stage metastatic brain cancer symptoms.

How Common Is FTD?

Given most people’s unfamiliarity with FTD, it is natural to
wonder how common the condition is. This issue is the most
difficult to fact check, and we may have more sympathy for
errors in reporting. FTD is often misdiagnosed as Alzheimer’s



disease (Beber & Chaves, 2013; Mouton et al., 2022), for
example, when clinicians mistake problems with word find-
ing (associated with PPA) as being a problem with memory.
Likewise, the symptoms of bvFTD are easily mistaken for a
psychiatric disorder (Ducharme et al., 2015; Zapata-Restrepo
etal.,2021). Individuals are more likely to receive an accurate
diagnosis if they are receiving upper-tier specialized medical
care in urban centers (Besser & Galvin, 2020), and it typically
takes over 3 years to arrive at that diagnosis (Draper et al.,
2016).

The overlapping relationships between PPA and FTD are
a further source of confusion, as there would be fewer of
the former at any given time (because many FTD cases are
bvFTD or motor variants), and not everyone who has PPA
also has FTD. Keep in mind that FTD at least nominally
refers to the underlying pathology, which can ultimately only
be confirmed via autopsy or biomarker studies. It may thus
be that an individual has PPA and the presence of FTD
may be inferred but not confirmed. A third subtype of PPA we
have not mentioned so far, known as the logopenic variant,
is often caused by Alzheimer’s pathology rather than FTD
pathology (Rogalski et al., 2016). The odds of finding a clini-
cian who understands these complexities are extremely low,
particularly for people being treated in community clinics
rather than specialized centers.

Keeping all those issues in mind, which would collectively
serve to underestimate the true frequency of FTD in the pop-
ulation, one would then need to examine the few scientific
reports attempting to construct population estimates. This
quickly leads to esoteric distinctions such as prevalence (the
total number of cases in the population in a given time period)
versus incidence (the number of new cases diagnosed during a
period of time). For those unversed in epidemiological meth-
ods (such as reporters), this is a daunting challenge.

Given these issues, most new investigators understandably
turned to trusted sources such as the AFTD and Alzheimer’s
Association (AA) websites for information. The New York
Times (Blum, 2023), The Washington Post (Sima et al.,
2023), Time Magazine (Park, 2023), and the NBC Today
Show (D’Incecco et al., 2023) and all quoted prevalence
estimates from the AFTD (Association for Frontotemporal
Degeneration, 2023b). The AFTD estimates that 50,000-
60,000 Americans currently have FTD, based on the prev-
alence estimate from Knopman and Roberts’ (2011). The
AFTD readily acknowledges, however, that this is likely an
underestimate. The Knopman and Roberts’ study did not
include all FTD variants, such as corticobasal degeneration,
progressive supranuclear palsy, and other motor variants,
which may represent an appreciable proportion of cases
(Leroy et al., 2021; Logroscino et al., 2023).

Rather than getting into the complexities of prevalence,
other reporters tried to summarize the frequency of FID in
terms of the percentage of neurodegenerative disease cases.
ABC News Live Prime’s same-day coverage mentioned that
FTD “represents 10% of dementia cases” (Kavanaugh, 2023).
CNN’s next-day coverage described FTD as being about 20%
of neurodegenerative cases (Sheetrit, 2023). These numbers
would appear to be vastly at odds with Knopman and Roberts’
numbers, suggesting FTD is far more prevalent. These rates
may have come from the AA website, which mentions that
“FTD, once considered rare, is now thought to account for
up to 10 to 15 percent of all dementia cases” (Alzheimer’s
Association, 2023b). Likewise, the Mayo Clinic website says
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that “FTD is the cause of approximately 10% to 20% of
dementia cases.” The 10% figure may have come from Hogan
et al. (2016), who estimated that FTD represents about 10%
of neurodegenerative cases younger than 65 and about 3%
of cases older than 65. While there may be good reasons for
separating figures according to specific age ranges, this causes
further confusion in trying to identify how common FTD is.

So how do these rates line up with the also widely cited
Knopman and Roberts figures? First off one would need to
determine how many total cases of neurodegenerative dis-
ease there are in the United States, which is also surprisingly
difficult. The AA provides figures each year on the number
of Alzheimer’s cases, which would be a smaller subset of the
total neurodegenerative cases. In 2023 they estimated that 6.7
million Americans over the age of 65 had Alzheimer’s disease
(Alzheimer’s Association, 2023a). Many people with FTD
are diagnosed younger than 65, and it is difficult to make
comparisons based on different age ranges. The AA estimates
that about 200,000 American’s currently have a younger
onset neurodegenerative disease (onset prior to age 65 years).
Taking these numbers along with those from the Hogan study,
if one assumed that 3% of 6.7 million American’s over 65 had
FTD, and 10% of the 200,000 Americans with younger onset
diseases had FTD, you would arrive at a figure of 221,000
total Americans with FTD, roughly four times greater than
estimated in the Knopman and Roberts study.

The apparent contradiction here was overlooked in the
next-day coverage on the CBS Mornings show, which stated
both that FTD was 20% of neurodegenerative cases, and
that there were 50,000-60,000 Americans with FTD (Fripp,
2023).

So, are the actual numbers of Americans with FTD closer
to 50,000 or 221,000, or even greater? No one knows for
sure, and the existing prevalence and incidence estimates are
just that: rough estimates, each depending on a huge number
of assumptions. There are currently no convincing prevalence
studies in the United States. Researchers in other countries
have taken advantage of comprehensive medical registries and
sophisticated experimental designs to estimate that FTD rep-
resents about 2%-5% of all neurodegenerative cases, regard-
less of age (Feldman et al., 2003; Leroy et al., 2021; Nilsson
et al., 2014). These numbers seem reasonable (face valid), but
more information is needed before we can state specific num-
bers in the United States with confidence. Regardless of such
specifics, FTD appears to be an appreciable portion of neuro-
degenerative cases, and the public’s unfamiliarity with FTD is
out of sync with its prevalence.

Are There Any Treatments for FTD?

Most of the news stories about Mr. Willis ended with a
description of how FTD can be treated. The answers pro-
vided by medical experts for these stories varied widely, with
some more realistic than others. As accurately noted in The
Washington Post’s same-day story, “There is no cure for
FTD. ‘Just like Alzheimer’s, at this time, there is no disease-
modifying therapy, no curative therapy, said Chi-Ying ‘Roy’
Lin, a neurology professor at Baylor College of Medicine”
(Sima et al., 2023). Sadly, this is currently the case for most
neurodegenerative diseases. As noted by Dr. Ian Grant,
an assistant professor of neurology at the Northwestern
University Feinberg School of Medicine, in The New York
Times’ same-day coverage, however, “... there’s a difference
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between a disease not having a cure and saying, ‘“There’s
nothing we can do’” (Blum, 2023). Although there are no
cures for FTD, a wider notion of a “treatment” could also
refer to any therapeutic that will make life more comfortable
for someone with FTD, for example, by ameliorating individ-
ual symptoms.

For someone with PPA, speech therapy as delivered by a
speech language pathologist can be extremely valuable, some-
times leading to language gains (reacquiring lost words),
other times helping to manage decline in language (Savage
et al., 2021; Taylor-Rubin et al., 2021; Volkmer et al., 2020).
A speech language pathologist can also help promote alter-
native communication techniques when word finding fail-
ures or speech deficits make oral communication too difficult
(Robinaugh & Henry, 2022). The New York Times, The
Washington Post, and ABC News Live Prime were the only
news outlets to mention speech therapy as an option in their
coverage (Blum, 2023; Kavanaugh, 2023; Sima et al., 2023).
The New York Times also mentioned occupational therapy,
which can be useful for other symptoms in FTD (Kortte &
Rogalski, 2013; Tsai & Boxer, 2014).

The Washington Post story included an in-depth descrip-
tion of pharmaceutical drugs prescribed for FTD. They noted
that many of the drugs administered to help with cognitive
symptoms (e.g., Donepezil, Memantine) were developed for
Alzheimer’s disease, and that there is no solid evidence they
are effective for FTD in terms of treating cognitive or behav-
ioral changes. The New York Times and Time Magazine also
noted that medications are available to treat mood and behav-
ior symptoms (e.g., depression, anxiety, delusions), which are
sometimes noted in people diagnosed with neurodegenerative
diseases (Collins et al., 2023).

Other news outlets included a description of therapeutics
for which the evidence is unclear. On Fox & Friends’ next-day
coverage (Florentin, 2023), they described how staying men-
tally active via activities such as crossword puzzles could be
beneficial. There is some evidence that individuals with FTD
who are more cognitively engaged may have better outcomes,
but the use of correlational methods makes it difficult to know
whether this engagement actually slows cognitive decline or
is merely a correlated factor (Casaletto et al., 2020). Studies
employing cognitive training can overcome correlational lim-
itations, but the literature on the efficacy of such trainings is
mixed and difficult to interpret. Gains may be made in some
neurodegenerative populations, but they tend to be subtle and
task-specific, rather than slowing cognitive decline in general
(National Academies of Sciences, Engineering, and Medicine
[NASEM] et al., 2017). Putative benefits appear to be great-
est in older adults prior to developing a neurodegenerative
disease, or in the earliest stages of disease (Hill et al., 2017;
Lasaponara et al., 2021).

There have been few cognitive interventions for FTD,
with successful trainings instead tending to focus on specific
behaviors seen in bvFTD (Shinagawa et al., 2015). In the
case of PPA it may make more sense to focus on speech ther-
apy, which directly targets the relevant language symptoms
and communication partner-focused therapies, rather than
attempting to train other domains of cognition (Robinaugh &
Henry, 2022; Taylor-Rubin et al., 2021; Volkmer et al., 2020).
Individuals may also benefit from interventions for specific
symptoms than tend to emerge in later stages of disease, such
as difficulties with swallowing (dysphagia) or motor coordi-
nation. Evaluation of caregiver stress and proving support is

a key pillar of management, given the dangers of caregiver
burnout to the family members providing close care in FTD
(Karnatz et al., 2021).

In their coverage Fox & Friends also mentioned “healthy
lifestyle” as being protective (Florentin, 2023), which is a
general term for engaging in regular exercise, having good
nutrition, avoiding substance abuse, obtaining quality sleep,
and other such factors. Most of the components of a healthy
lifestyle have been supported scientifically, in terms of delay-
ing the onset and improving outcomes for FTD and other
neurodegenerative diseases (Casaletto et al., 2020; Dhana
et al., 2020; Sabia et al., 2021). A general rule of thumb is
that any type of behavior that improves cardiovascular func-
tion will also benefit the brain (NASEM et al., 2017). NBC
News NOW’s coverage also emphasized healthy lifestyle
(Hopper, 2023), but included the consumption of organic
foods as part of a healthy lifestyle, for which we could find
no scientific evidence. Mediterranean diets such as MIND,
however, have been shown to be beneficial in Alzheimer’s
disease (Agarwal et al., 2023), and may plausibly be of ben-
efit in other younger onset diseases such FTD (Filippini et
al., 2020).

Conclusion

The public and the medical provider class remains relatively
unfamiliar with FID, compared to Alzheimer’s disease. This
unfamiliarity contributes to FTD being under and misdiag-
nosed and many patients being misinformed. Misdiagnosed
individuals may be given medications with potential side
effects and no established benefits in FTD (e.g., Alzheimer
drugs), and conversely may not be referred to therapeutics of
proven benefit such as speech therapy. The news coverage of
Mr. Willis” FTD diagnosis, which included significant distor-
tions and mistruths, revealed the extent of this unfamiliarity.
The extensive coverage of Mr. Willis was a net positive, how-
ever, as it has drawn attention to FTD, and has enhanced the
public’s knowledge of this disease.

Public figures have great power to draw attention to med-
ical conditions, as was the case when Lou Gehrig disclosed
his diagnosis of amyotrophic lateral sclerosis (Cavicke &
O’Leary, 2001). Mr. Willis and his family have been coura-
geous in sharing the details of his path to being diagnosed
with aphasia (PPA) and FTD. Mr. Willis is one of the world’s
largest stars, resulting in worldwide media coverage of his
diagnosis. The AFTD noted that the month after the Willis
family’s announcement, the number of visitors to their web-
site increased by more than 18 times, resulting in 1.9 million
visitors in March of 2023 (Association for Frontotemporal
Degeneration, 2023a). Also, during that time, phone calls to
the AFTD HelpLine (866-507-7222) more than doubled, and
the number of followers of @the AFTD on Instagram almost
doubled.

Similarly, the interest in FTD stimulated by the Willis fam-
ily’s disclosure is apparent in the history of internet searches
on Google Trends (https://www.google.com/trends). We que-
ried Google Trends to see “interest over time” in the United
States for the term “frontotemporal dementia” throughout
the past year, from October 16, 2022, to October 16, 2023
(Figure 1). The interest over time metric reflects the number
of internet searches on a given topic, normalized over time
such that the scale ranges from 0 (least relative interest) to
100 (greatest relative interest). Interest peaked at 100 during
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Figure 1. Interest over time for the term “frontotemporal dementia”

on Google Trends. Interest over time reflects the number of internet
searches for “frontotemporal dementia” across a 1-year time period,
normalized on scale from 0 to 100. Interest peaked the week of the Willis
family’s frontotemporal degeneration disclosure (February 16, 2023), and
has remained elevated since then compared to the preceding period.
Data source: Google Trends (https://www.google.com/trends).

the week of February 12-18, 2023, when the Willis family’s
statement on FTD was released, demonstrating the impact of
their disclosure. Although interest has declined rapidly since
that peak, levels remain over double what they were predis-
closure (average of 2.9 postdisclosure vs 1.2 predisclosure).

Given its frequency in the population, other public figures
throughout the ages must have had FTD as well. We could
only identify one other famous individual to disclose an FTD
diagnosis. In 2015 Terry Jones, the comedian, director, and
Monty Python member, was also diagnosed with PPA and
FTD. Like Mr. Willis, Mr. Jones shared his diagnoses with the
public, before passing away in 2020.

It is striking how often individuals with neurodegenerative
disease and their families put efforts into helping others, even
when they know those efforts will not directly benefit them-
selves. We see this sort of altruism every day, when partici-
pants with neurodegenerative diseases volunteer for research
studies that may 1 day lead to treatments, when they and
their families engage in fundraising, and when they share their
experiences with the press and social media. The transparency
of Mr. Willis and his family is in this same spirit of altruism,
and the FTD community and general public have benefitted
from their graciousness.
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