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Abstract

Background: It has been suggested that public awareness of aphasia is vital for extending services, research support,
social inclusion and targeted raising of awareness. Earlier studies show that knowledge of aphasia varies across a
range of variables, but is very low compared with other conditions.
Aims: To report a series of surveys of public awareness of aphasia from six countries, the largest study conducted
this far.
Methods & Procedures: Surveys were conducted in Argentina (N = 800), Canada (N = 831), Croatia (N =
400), Greece (N = 800), Norway (N = 251) and Slovenia (N = 400) using the same methodology requesting
information on age, sex and occupation, asking whether respondents had heard of aphasia and where they had
heard of it. Respondents were tested on their levels of knowledge of aphasia.
Outcomes & Results: Results revealed low levels of awareness of aphasia in countries surveyed with marked variability
that appeared to interact with occupation, country, age and sex. We surveyed 3483 respondents (mean age =
43.16; SD = 17.68). Between 60% (Croatia) and 16% (Slovenia) said they had heard of aphasia (37.1% overall),
but those with actual knowledge ranged from 13.9% (Norway) to 1.0% (Argentina). The combined mean of those
with basic knowledge was 9.2%. Those who had heard of aphasia were younger; and females had higher levels of
awareness. We also found associations between socio-economic status and awareness. Those working in health,
social and educational spheres had the highest levels. Respondents mainly heard about aphasia through the media
and work or personal contact with aphasia.
Conclusions & Implications: Levels of awareness are low everywhere in absolute terms, and relative to the awareness
of other conditions, with significant variability between countries, sex and socio-economic status. We examine
how surveys can be utilized to plan ways to increase understanding and discuss the comparison of awareness of
aphasia with other conditions.
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What this paper adds?
What is already known on the subject?
We know that the public awareness of aphasia is low. Phone surveys carried out in the UK suggest that over 90% had
never heard of aphasia and 79% could not distinguish aphasia from a ‘skin disease’ or ‘a fruit’. Previous face-to-face
surveys suggest that in the English-speaking world 13.9% claimed they had heard of aphasia and only 5.41% had
sufficient basic knowledge of what aphasia actually is.
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What this paper adds?
This study reports the results of the largest face-to-face series of surveys of the public awareness of aphasia from six
countries in Europe, North America and South America. Between 60% and 16% said they had heard of aphasia
(40% overall), but the combined mean percentage of those with actual knowledge of what aphasia is was 9.2%. The
paper provides suggestions for improving levels of awareness.

Introduction

There is now a wide range of qualitative and quantitative
studies of the impact of aphasia on the quality of life of
people with aphasia and their families (e.g., Taylor Sarno
1997, Hilari et al. 2003, Hilari and Northcott 2006,
Grohn et al. 2014, Corsten et al. 2014). A particularly
large and significant Canadian study has investigated
the health-related quality of life (HRQoL) of 66,193
residents in hospital-based long-term care (Lam and
Wodchis 2010). This study used the minimum dataset
Health-Status Index (MDS-HSI), a universally used
measure based on a range of clinical assessments in all
North American long-term care facilities. Regression
analysis was used to estimate the impact of 60 diseases
and 15 conditions on HRQoL. Aphasia showed the
largest negative relationship to MDS-HSI, followed
by cancer and Alzheimer’s disease. However, despite
such a dramatic demonstration that aphasia has one of
the most extensive negative effects on an individual’s
quality of life, the public’s awareness of aphasia has been
shown to be significantly lower than other neurological
conditions with a lower incidence and prevalence than
aphasia (Simmons-Mackie et al. 2002). The public
awareness of aphasia is the topic of this paper.

A number of investigations in recent years have at-
tempted to gauge the levels of understanding and knowl-
edge of aphasia in the general public using telephone
surveys and face-to-face surveys in the community. A
particular motivation for these studies is the proposition
that a relationship exists between the services provided
for a condition, the clinical and research funds invested
in that condition, and the levels of public awareness of
that condition (Elman et al. 2000, Simmons-Mackie
et al. 2002, Sherratt 2011). For instance, there is a
much lower frequency of the word ‘aphasia’ in 50 US
newspapers compared with other neurologically related
conditions (like Parkinson’s disease—PD), with lower
incidence and prevalence than aphasia (Elman et al.
2000). Sherratt (2011) conducted a similar investiga-
tion 10 years after Elman et al. (2000) into the quantity
of aphasia-related news items in the English-only inter-
national written media in 1999 and 2009 and compared
it with PD and also examined the quality of the infor-
mation on aphasia in the written media. The frequency
of aphasia-related items quadrupled between 1999 and
2009, but was still mentioned only once for every 27
PD-related articles. Additionally, the quality of informa-
tion provided by written media was often confusing and

inaccurate, with media focusing on sensational features
or on medical opinion. The frequency of occurrence
of a condition in the media, therefore, may be related
to the levels of public knowledge, and the funding of
services for that condition (Elman et al. 2000). If a
relationship between public knowledge of a condition
and research funding and service provision is a reality,
then improving understanding of the public awareness
of aphasia in different communities and cultures is vital
for efforts to improve and extend services, to increase
research support, and to encourage improved quality of
life and social inclusion for people with aphasia in their
communities. The aim of the current investigation is
to extend our understanding of the public awareness of
aphasia in six sovereign countries using a much larger
sample. First, we review what is currently known of the
public’s awareness of aphasia.

There have been two broad approaches to gauging
the levels of public awareness of aphasia. Phone sur-
veys have been conducted that have asked respondents
if they have heard of aphasia. For example Speakability
(2000) conducted a telephone survey of 1005 respon-
dents balanced for class, age, sex and regions of the UK.
Respondents were asked what they knew of aphasia. Just
3% (N = 32) responded appropriately. When provided
with a basic definition of aphasia, 21% (N = 213) said
they knew or had known someone with aphasia, and
this figure increased with age. This may suggest that
while a significant proportion of a sample may know
of someone with aphasia, they do not know the term.
The findings are similar to a phone survey carried out in
Norway by The Norwegian Association for Stroke Sur-
vivors, and The Aphasia Association (Afasiforbundet)
(Brodahl 2004), where 909 respondents (N = 1000)
said they had heard of stroke. Asked to name any impair-
ment accompanying stroke, speech problems were the
second most frequently mentioned impairments (54%).
But only 46% of the respondents said they had heard
of aphasia. Of these, 60% knew that aphasia had to
do with speech problems. Even fewer associated audi-
tory comprehension problems (27%) or reading and/or
writing problems (6%) with aphasia. A total of 24% of
those who had heard the term aphasia had no knowledge
of what aphasia was. A more recent phone survey was
carried out with N = 2000 in the UK by the Aphasia
Alliance (2008). Over 90% had never heard of apha-
sia and 79% could not distinguish aphasia from a ‘skin
disease’ or ‘a fruit’.
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The other approach to gauging levels of awareness
of aphasia, and other neurological and communication
conditions, has involved conducting face-to-face surveys
in community contexts. A number of surveys of what
the general population knows about aphasia in differ-
ent countries have been conducted, most using a similar
methodology. Unlike the phone surveys, these commu-
nity surveys have sought more detailed information and
have been carried out with unselected convenience sam-
ples within sites in the community.

Simmons-Mackie et al. (2002) surveyed 978 peo-
ple in city centres in England, the USA and Australia
using the same survey questionnaire described in Code
et al. (2001), so that findings could be compared across
countries. Respondents surveyed were asked not only if
they had heard of aphasia, but were asked questions to
determine how much they knew about aphasia and where
and how they had heard about it, if they had. In this
way they were able to distinguish between those who
had some level of knowledge of aphasia from those who
had some general awareness of the word.

While 136 (13.9%) of the Simmons-Mackie et al.
(2002) total claimed that they had heard of aphasia,
only 53 (5.41%) had basic knowledge of what aphasia
actually was. There were significant differences in age be-
tween those who said they had heard of aphasia (mean =
46.5) and those who had not (mean = 39.7; p < .0002),
but no significant difference in age between those with
some basic knowledge and those without basic knowl-
edge. Female respondents were significantly more likely
to report that they had heard of aphasia, but there were
no significant differences between males and females in
their basic knowledge of aphasia. Socio-economic group
interacted with levels of awareness: teachers and nurses
as well as retired people and students were more likely to
say they had heard of aphasia, but there were no signif-
icant interactions between basic knowledge of aphasia
and socio-economic group. There was significant varia-
tion between the levels of awareness within the countries
surveyed (levels of awareness were higher in California
than in Louisiana).

A small number of recent face-to-face surveys using
the same or similar methodology have been carried out
in New Zealand (McCann et al. 2012), Turkey (Mavis
2007), England (Flynn et al. 2009) and Ontario, Canada
(Patterson et al. 2015). McCann et al. (2012) surveyed
respondents in New Zealand to investigate whether pub-
lic awareness of aphasia has improved, at least in New
Zealand, since Simmons-Mackie et al. (2002). A fur-
ther aim was to compare health professionals’ awareness
of aphasia, PD and stroke, as well as knowledge of the
causes and symptoms of aphasia. Three hundred peo-
ple were surveyed (200 members of the general public
and 100 health sector workers). Information was also
collected on age (ranging from 21 to 85 years), sex

(125 males and 175 females) and employment status.
A total of 30% of the combined sample said they had
heard of aphasia and 8% had some basic knowledge. Just
11% of the general public had heard of aphasia and only
1.5% had any knowledge of the condition. In contrast,
68% of the health professionals said they had heard of
aphasia and 21% had basic knowledge. The 11% of the
public who had heard of aphasia was dramatically lower
than those who had heard of both PD (96%) and stroke
(99.3%). Additionally, the number of respondents who
had heard of aphasia was significantly lower than those
with actual knowledge of both PD (31.3%) and stroke
(53.3%).

Flynn et al. (2009) compared awareness of aphasia
and PD in the UK in 100 members of the public and
26 friends or relatives of people with aphasia. The com-
bined sample showed a significantly higher awareness
of PD than of aphasia. As would probably be expected,
relatives/friends had a significantly higher knowledge of
aphasia than the general public and overall a significantly
higher level of understanding of PD. However, some-
what surprisingly, the scores for aphasia awareness for
relatives/friends were no greater than their scores for PD
(combined mean awareness scores: PD = 8.94; apha-
sia = 9.81). The study examined where respondents
had heard about aphasia and PD, and for both con-
ditions and for the combined sample, the main source
of information was the media, followed by a personal
connection.

Mavis (2007), using a written questionnaire to ex-
amine the awareness of a range of neurological diseases
and conditions, also reported low levels of awareness of
aphasia in Turkey in a sample of 196 patients and family
members (93 females, 103 males) surveyed in a univer-
sity hospital. The respondents were asked to select the
causes and symptoms of aphasia, who could be affected
and common symptoms from lists.

The most well known neurological conditions were
epilepsy and Alzheimer’s disease, with multiple sclerosis
being the least well known. In addition, 10.7% of re-
spondents had a family member who had experienced a
stroke and 23.9% had a family member who had expe-
rienced a neurological condition of some kind. Signifi-
cant relationships were observed between sex, epilepsy,
MS and stroke. Females were significantly more likely
to have heard about stroke, but no relationships were
observed between age or education and knowledge of
neurological disorders. A total of 34% said they had
heard of aphasia and they were significantly more likely
to be females and with a higher education, but age had
no significant relationship to knowledge. Just 20.4% of
the sample said that they recognized all the common
aphasic symptoms provided in the questionnaire.

The results of this investigation in Turkey are dif-
ficult to compare to the larger studies reviewed above,
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given the fact respondents were not ‘tested’ on their basic
knowledge in the same way. However, results generally
agree with previous findings on the relationships ob-
served between sex and occupation and levels of aware-
ness of neurological conditions, including aphasia.

In summary, awareness of aphasia is clearly low
when compared with some other neurological condi-
tions, such as PD. There is also a clear and consistently
significant difference between having heard the word
aphasia and actually knowing anything about it. Female
respondents appear to have higher levels of knowledge
across studies, and age has been noted to influence un-
derstanding in some. However, while some suggest that
older respondents may be more likely to have heard of
aphasia, younger ones may have a better basic knowl-
edge. Occupation and education also appear to influ-
ence levels of knowledge in so far as those enjoying
higher socio-economic status and more education are
more likely to have better knowledge.

The convenience survey methodology utilized by
these studies is limited in its control of respondents’ age,
sex and socio-economic group, whereas the phone sur-
veys did control for some of these variables. The data
obtained from a single site can only reliably be con-
sidered applicable to the community from which they
are gathered. The limited research that has been com-
pleted suggests that people with aphasia access the same
kinds of services in the community that others do, al-
though this may be reduced significantly reduced for
those severely affected by aphasia (Code 2003). Outside
of home, people with aphasia are mostly in contact with
family and friends, with a large proportion of their time
spent in the main streets and central shopping areas of
their communities. The face-to-face community survey
methodology, therefore, has the advantage of gauging
the knowledge of a sample of people within a com-
munity who may come into contact with people with
aphasia.

The present study, the largest aphasia awareness sur-
vey thus far reported, was undertaken in order to ex-
pands the investigation beyond the English-speaking
world, where many of the published reports have sur-
veyed relatively small numbers of respondents using the
same survey questionnaire as Code et al. (2001) and
Simmons-Mackie et al. (2002) so that data could be
pooled for analysis and comparison made.

Aims of the current studies

The study aimed to extend and expand our understand-
ing of the public awareness of aphasia across six coun-
tries: Argentina, Canada, Croatia, Greece, Norway and
Slovenia in order to examine interactions between lev-
els of awareness and age, sex, socio-economic grouping
and nationality. A further objective of our study was to

determine how or where respondents had acquired their
knowledge, in order to provide information for targeted
awareness raising. We surveyed people in the commu-
nity to determine the knowledge of those more likely to
come into day-to-day contact with people with aphasia.

Method

Convenience samples were surveyed in face-to-face in-
terviews in shopping areas, libraries, coffee shops, sta-
tions, etc., in Buena Aries, Argentina (N = 800; pop-
ulation 40.482 million), Toronto, Canada (N = 831;
population 35.405 million), Zagreb, Croatia (N = 400;
population 4.487 million), Athens, Greece (N = 800;
population 10.722 million), Oslo, Bergen and Lille-
hammer, Norway (N = 251; population 5.124 mil-
lion), and Ljubljana, Slovenia (N = 400; population
2.003 million). Trained interviewers administered the
questionnaire (appropriately translated) used in previ-
ous studies (Code et al. 2001). The original English ver-
sion of the questionnaire is reproduced as an appendix
in Simmons-Mackie et al. (2002) and is freely available
from the corresponding author of the current study.

Questionnaire

The questionnaire requested information on age, sex
and occupation. Respondents’ occupation were classi-
fied into socio-economic groups defined by the UK Clas-
sification of Occupations of the Office of Population
Censuses and Surveys (OPCS) (1980), which classifies
an individual on the basis of five categories of occu-
pation: I, Professional (e.g., doctors, lawyers, scientists,
academics, engineers); II, Intermediate (e.g., managers,
administrators, school teachers/masters, nurses, middle-
rank civil servants); IIIN, Skilled (or junior) non-manual
(e.g., clerical, shop assistant, secretary); IIIM, Skilled
manual (e.g., carpenters, electricians, butchers, cooks,
bus driver); IV, Partly skilled manual (e.g., agricultural
worker, bus conductor, postman); V, Unskilled manual
(e.g., cleaner, labourer, docker). These five were aug-
mented by two additional categories covering: VI, un-
employed and students; VII, Retired.

Respondents who were retired or unemployed were
classified by their last occupation. This classification
has been used in previous international investigations
(Simmons-Mackie et al. 2002).

We asked respondents if they had heard of aphasia
or dysphasia. For those who said they had heard of it, we
tested their knowledge by asking them to choose from
a list of features, which were provided verbally by the
interviewer. This list included features that were or were
not indicative of aphasia. A respondent was considered
to have some basic knowledge of aphasia if they selected
either ‘speech’, ‘language’ or ‘communication problems’
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Table 1. Total sample numbers, age, gender distribution, and percentages and levels of those who have heard of aphasia and those
with a basic knowledge (Bas Know, %) of the samples

Argentina Canada Croatia Greece Norway Slovenia Totals

Population (millions) 40 482 35 405 4487 10 722 5124 2003 98 222
N 800 831 400 800 251 400 3483
Mean age (years) 38.2 46.8 31.1 48.16 43.7 42.2 39.98
SD 17.77 17.78 12.47 17.77 19.25 16.3 16.6
Range 15–86 18–90 18–68 15–95 15–88 16–80 15–90
Heard of aphasia (%) 20 31.8 60 46 57.4 16
Bas Know (%) 1.0 5.7 7.0 10.6 13.9 4.5
Male (%) 340 (42.5) 368 (44.3) 59 (14.7) 400 (50) 107 (56.5) 183 (45.7) 1457 (42.28)
Female (%) 457 (57.5) 463 (55.7) 341 (85.3) 400 (50.0) 142 (43.5) 217 (54.2) 2021 (57.72)

(or all three) together with ‘brain damage or injury’.
They could also choose to include problems with read-
ing, writing and understanding, but the choice of one or
all three of these features was insufficient on its own to
constitute basic knowledge. There were also foil questions
asking respondents if aphasia involved ‘impaired intel-
ligence’, and ‘mental’ problems. If respondents said that
they had heard of aphasia they were asked where they
had heard of aphasia, and if anything could be done for
people with aphasia.

Data analysis

Data were statistically analysed using SPSS, version 13.0
and Sofa Statistics, version 1.3.2. Descriptive statistics
were used to summarize participant characteristics and
awareness and knowledge of aphasia. Differences be-
tween groups were explored using analysis of variance
(ANOVA) and t-tests or non-parametric equivalents as
appropriate. With categorical data, chi-square analysis
was used.

Results

Results are presented on levels of awareness of aphasia
across countries, examining age, sex and socio-economic
status. The results are then compared these with the
results of Simmons-Mackie et al. (2002). Finally,
the results on where and how respondents gained
their knowledge of aphasia are presented. Results are
presented in separate sections below.

Table 1 presents the numbers of respondents, age,
sex distribution and percentages and levels of those who
had heard of aphasia and those with basic knowledge in
each country.

Age and sex

The combined mean age of the entire sample was 39.98
and the age range was wide (15–95). There were signifi-
cant differences between the mean ages sampled in each
country (F(6, 3473) = 64.63, p < 0.001). Post-hoc t-test

Table 2. Raw data on basic knowledge for each socio economic
group with the percentage of those with basic knowledge

(+Basic Know) or without basic knowledge (–Basic Know),
including the percentage of the sample in each group with basic

knowledge (%BK)

Socio-economic group I II IIIN IIIM IV V VI VII

+ Basic Know 43 90 61 11 9 45 16 11
– Basic Know 378 703 868 230 121 84 385 38
%BK 10.21 11.34 6.56 4.76 6.9 4.5 4.3 22.4

analysis showed that the Greek sample had the highest
mean age (48.16), significantly older than other coun-
tries (p < 0.001). The Croatian sample was the youngest
(mean = 31.1) and was significantly younger than the
Canadian (p < 0.001), Argentinian (p < 0.0001) and
Norwegian samples (p < 0.0001).

There was a significant difference between age and
basic knowledge for the whole sample (F(1, 3476) =
6.75, p < 0.009): those who had some knowledge of
aphasia were nearly three mean years older than those
who did not.

Significantly more females than males (N = 2021;
57.72%, N = 1457; 42.28% respectively) were inter-
viewed (χ2 = (1) 91.49, p < 0.0001), and more fe-
males were sampled in all countries except Greece, where
equal numbers were surveyed. The proportion of females
surveyed was highest in the Croatian sample (85.3%),
which was significantly higher than males (χ2 (1) =
9.65, p = 0.008). Over twice as many females had ba-
sic knowledge compared with male respondents and the
difference was significant (χ2 (1) = 24.52, p < 0.001).
In the combined sample, female respondents were sig-
nificantly younger than males (female mean = 41.27,
male mean = 44.36).

Socio-economic group and levels of awareness

Data regarding the socio-economic status of the respon-
dents and their knowledge of aphasia are presented in
table 2. We removed blank cells where an occupation
was not recorded and the total for the sample was
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3151. There was a highly significant difference between
socio-economic groups in basic knowledge (χ2 (7) =
1.349, p < 0.0001). The table confirms that there are
much larger numbers of respondents in groups II (e.g.,
managers, administrators, school teachers/masters,
nurses, middle-rank civil servants) and IIIN (clerical,
shop assistant, secretary). This shows that the variance
captured by the highly significant chi square finding
is accounted for mainly by groups I, II and VI, but
particularly group VIII. Group VIII are retired. A
post-hoc case-by-case examination of the pre-retirement
occupations of each respondent showed that over two
thirds were from socio-economic group II, confirming
that there is a significant relationship between levels of
awareness of aphasia and socio-economic circumstances.

Awareness of aphasia in different countries

Table 1 also shows the proportions of those in each
country who said they had heard of aphasia and those
who had some basic knowledge of aphasia. Between
60% (Croatia) and 16% (Slovenia) said they had heard
of aphasia (40% overall). The levels found in Norway
(13.9%) and Greece (10.62%) were significantly higher
than Argentina (1%) and Canada (5.7%) (χ2 (5) =
173.134, p < 0.001) confirming the high variability in
knowledge levels between different countries.

Interactions were observed between levels of knowl-
edge with age and country. Younger respondents were
more likely to have knowledge of aphasia overall and
only in the Greek sample were respondents with knowl-
edge significantly older (mean difference = 9.02 years)
(t(798) = 4.868, p < 0.0001). Of those who had only
heard of aphasia, but had no basic knowledge, Norwe-
gian (t(249) = 6.59, p < 0.0001) and Greek (t(797)
= 5.52, p < 0.0001) respondents were significantly
younger. In the Canadian sample, respondents who had
heard of aphasia were significantly older (49.5 years)
than those who had not (t(8.24) = 3.10, p < 0.01).

We next compared the results from the current in-
vestigation with those from the Simmons-Mackie et al.
(2002) study. In their study, using the same question-
naire and methodology, they surveyed 978 respondents
in Australia (N = 159), England (N = 378) and the
USA (N = 441). The combined mean level of basic
knowledge was 7.16% (range 1–13.9%) for all partici-
pants. Norway had the highest levels of basic knowledge
(13.9%) followed by Greece (10.62%) and Argentina
the lowest (1%). A combined mean 30.53% (with a
wide range from 11.95% to 60%) claimed to have heard
of aphasia. There was a significant variation between
countries in both those who claimed to have heard of
aphasia and those that had basic knowledge of the con-
dition. For instance, Croatia had the highest proportion
of respondents who claimed to have heard of aphasia,

and Australia the lowest, but these two countries had
very similar levels of those with actual knowledge of
aphasia.

Sources of knowledge of aphasia

The results of an analysis of sources of knowledge of
aphasia are shown in Table 3, which combines results
from the current study and that of Simmons-Mackie
et al. (2002) (the Canadian data are included with the
English-speaking data). Most respondents had acquired
their knowledge from the media (radio, television, news-
papers, magazines), whilst others acquired it through
their work (health professionals, teachers, social work-
ers = 20%) or because the respondent had a relative
or friend with aphasia (14.6%). Greek and Croatian re-
spondents particularly acquired knowledge from the me-
dia, whereas over 90% of Slovenian respondents shared
their knowledge equally between the media and their
work.

Discussion

We surveyed 3482 people in public and community
settings in six countries across three continents on their
levels of awareness of aphasia. We then combined the
data with that of the sample of 969 collected in an earlier
large investigation (Code et al. 2001, Simmons-Mackie
et al. 2002).

To summarize our main findings, knowledge of
aphasia amongst the general public is universally, and
comparatively, low and there is a significant discrep-
ancy between those who had heard of the condition and
those with a basic understanding of it. However, there
is significant variability in awareness of aphasia between
countries: for instance, the 1% (Argentina) of people
with basic knowledge compared with 13.9% (Norway)
and 10.62% (Greece). In the current study we found
that 6.5% of the 3482 people we surveyed had some
basic knowledge of aphasia. This is similar to the 5.4%
of the Anglophone sample reported 10 years earlier by
Simmons-Mackie et al. (2002). McCann et al. (2012)
found just 1.5% of their relatively small sample (N =
100) in New Zealand had any knowledge of aphasia and
Flynn et al. (2009) reported that just 9.8% of the 26 rela-
tives and friends of people with aphasia had basic knowl-
edge of the condition. However, in the current study,
between 60% (Croatia) and 16% (Slovenia) said they
had heard of aphasia (40% overall). These figures are
markedly higher than the 13.6% reported by Simmons-
Mackie et al. The variability in proportions that claim
to have heard of aphasia and have actual knowledge is
striking. However, variability is also a feature of findings
across studies on the influence of demographic variables
on awareness.
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Table 3. Totals (%) of where or how those respondents in each country with basic knowledge of aphasia had acquired their knowledge

Argentina Croatia Greece English Sp Norway Slovenia Mean

Media 32 (38.5) 31 (67.4) 64 (75.3) 37 (48.1) 34 (38.2) 21 (44.7) 36.5
Work 25 (30.2) 5 (10.9) 15 (17.6) 30 (38.9) 23 (25.8) 22 (46.8) 20
Rel/friend 26 (31.3) 10 (21.7) 6 (7.1) 10 (13.0) 32 (36.0) 4 (8.5) 14.6
Totals 83 46 85 77 89 47 427

Note: English-speaking data are the Canadian data from the current study combined with the data from Simmons-Mackie et al. (2002). Rel/friend = a relative or friend with aphasia.

Age, sex, socio-economic status and awareness
of aphasia

Significant associations were observed between levels of
awareness and demographic factors as well as significant
variability. Age was a significant factor in the variability
in levels of awareness of aphasia. For instance, we found
that Norwegian, Greek and Croatian respondents who
had heard of aphasia were significantly younger than
the other three countries. For the sample as a whole,
however, we found significant interactions between age
and basic knowledge: those who had some knowledge
of aphasia were four median years younger than those
who did not. An exception was Greek respondents who
were significantly older. In contrast, for all survey sites
in the Anglophone study, respondents who had heard of
aphasia were significantly older than those who had not
heard of aphasia, but there were no significant differ-
ences in age for those who had basic knowledge. With
different investigations, and populations age cannot be
considered a reliable predictor of awareness of aphasia.

More females than males participated in the cur-
rent study and they had significantly higher levels of
awareness of aphasia. Simmons-Mackie et al. found that
females were more likely to have heard of aphasia than
males, but there were no more likely to have basic knowl-
edge. It is not clear why females might have better aware-
ness of aphasia than males. It may be that they are more
likely to be working in occupations where they come
into contact with people with aphasia.

We found highly significant, but inconsistent, asso-
ciations between socio-economic group and awareness
of aphasia, with those in groups one to three having
higher levels of awareness. In the Simmons-Mackie et al.
study, socio-economic groups II (e.g., teachers, nurses)
and VI (retired, students) were more likely to have heard
of aphasia but socio-economic grouping did not interact
with levels of basic knowledge. For instance, those from
group I (e.g., physicians, lawyers, architects, academics)
were not more likely to have heard of aphasia. It may be
that those engaged in occupations where they were more
likely to come into contact with people with aphasia
(e.g., healthcare professionals, teachers, social workers)
are more likely to know what aphasia is. Respondents
in the current study were drawn predominantly from
socio-economic groups II and III, and the unemployed.
The ‘higher’ socio-economic groups contain those who

on the whole have higher levels of education, better
opportunities and higher incomes.

National and cultural differences in levels
of awareness

We found significant variability in levels of knowledge
of aphasia between the six countries we surveyed. For
instance, Norway and Greece had significantly higher
levels than Argentina, where 1% had basic knowledge
of aphasia. Simmons-Mackie et al. found that awareness
levels are likely to vary within countries, as well as
between them. In the USA they found significant
differences between respondents in California (heard
of = 17.30%; basic knowledge = 11.53%) compared
with Louisiana (heard of = 9.25%; basic knowledge
= 1.54%). California is the most prosperous state in
the USA with high socio-economic and educational
levels, whereas Louisiana has relatively much lower
socio-economic and educational levels. It seems likely,
therefore, that socio-economic and educational factors
account for some of the differences between these two
American states.

Greece had a relatively high percentage that had
heard of aphasia. However, this country may be a spe-
cial case in this regard. Aphasia is a Greek word and 46%
of Greek respondents said they had heard of it, though
Croatia (60%) and Norway (57.4%) had higher propor-
tions of respondents who said they had heard of apha-
sia. ‘Aphasia’ in Greek can have a number of meanings:
it actually means no speech/language, but in everyday
colloquial language—‘aphasic’ may be used to describe
someone who lives in their own world or to describe
someone who is funny, is the life and soul of the party,
and is good company. It is sometimes used to describe
the forgetfulness of an older person and sometimes to
describe someone who is ‘crazy’. Despite these alterna-
tive usages, people in Greece had the second highest
level of basic knowledge of what aphasia actually is.

Sources of awareness of aphasia

We clearly tapped a number of respondents who had
heard about aphasia through their work, the second
largest source of knowledge of the condition. This group
were made up of healthcare workers, social workers and
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teachers. For awareness raising, a particularly relevant
finding is those members of the general public who
had heard about it through the media, as these indi-
viduals represent the general population. Of those who
had heard about aphasia the most relevant for awareness
raising are those who have not come across it through
some personal or occupational connection. The partic-
ularly relevant finding from the perspective of awareness
raising is those who had heard about it through the
media, as these individuals represent the general pop-
ulation with no previous knowledge of aphasia before
they had heard about it from a television documentary,
a radio interview or report, newspaper or magazine arti-
cle, etc. In fact, Greek respondents were more likely to
have heard about aphasia from the media than any other
source. Flynn et al. too found that those who had heard
of PD heard about it mostly through either the media
or through personal connection with the condition.

Factors in awareness, therefore, may be related
to local media impact, regional variations in inci-
dence/prevalence of aphasia and socio-economic and
educational variations, as well as cultural differences in
attitudes to disability. Such information is vital for tar-
geting awareness raising on a national and local level.
Our results provide some clues as to where to aim aware-
ness raising and education and to whom, and there is clear
evidence that the media is effective in spreading knowl-
edge and awareness through television, radio, newspa-
pers and magazines.

Raising public awareness of aphasia

Our findings provide some basis for efforts to raise
awareness about aphasia. As suggested above, many of
those who had heard of aphasia had gained their knowl-
edge from the media. Targeting specific occupational
groups with awareness and educational information can
be successful. There have been some systematic attempts
to improve understanding of aphasia in specific occupa-
tional groups, especially the emergency occupations who
may come into contact with people with communica-
tion disabilities. For instance, Togher et al. (2004) eval-
uated a 6-week programme that aimed to improve the
communication of police officers in New South Wales,
Australia, during routine telephone service encounters
with people with communication disabilities resulting
from traumatic brain injury (TBI). Results showed that
after training police officers had learned strategies to
successfully establish the nature of the inquiry, pro-
vide clearer answers for people with TBI and provide
more efficient, focused interactions. People with TBI
altered their communication too, reducing the number
of unrelated utterances and increasing the proportion
of the interaction devoted to completing interactions
successfully. More recently, Baig (2011) devised a brief

aphasia awareness training programme for 47 first re-
sponders (i.e., fire fighters, police officers, emergency
medical technicians). The training (a video and a Pow-
erPoint presentation) was designed to improve efficient
communication with a person with aphasia and post-
training testing suggested a marked improvement in
levels of aphasia awareness. Ranta (2013) devised a sim-
ilar aphasia awareness programme of 120 min in length
using video and PowerPoint for emergency workers and
assisted by a person with aphasia. Post-training test-
ing indicated a significantly improved understanding of
aphasia.

Such studies suggest that specific occupational
groups and service providers who come into regular con-
tact with people with communication problems in the
community can be successfully trained to improve their
communication. Such programmes have the potential
to reduce frustration and improve community access,
and experience of community interaction, for people
with aphasia. The questionnaire described in this study
could be adapted to survey awareness within a commu-
nity, an occupational group, a small town or a depart-
ment store followed by an awareness raising campaign
and a post-campaign survey to examine the effective-
ness of the programme. Such an investigation could also
be extended to map levels of awareness within a single
community over significant periods of time.

The methodology used in the series of aware-
ness studies described here has some weaknesses and
strengths. Those conducting the survey have less con-
trol over the ages and occupations of respondents, un-
like in a controlled phone survey. But the questionnaire
claims to capture the knowledge levels of the ordinary
person in the street. Nonetheless, surveys completed in
busy shopping areas on a normal shopping day may bias
recruitment of respondents in the collected sample to-
wards higher socio-economic groups and the retired or
unemployed, with many working people at their place
of employment. While all surveys were conducted in
a set format and under supervision of an experienced
researcher or clinician, findings may still be influenced
by inter-study variability. There have been a number
of surveys, reviewed in the Introduction, since Code
et al. (2001) and it may be that levels of awareness
have changed in that time. But surveys would need to
be undertaken in the same communities across time to
answer that question reliably. A major feature of find-
ings across studies on the influence of demographic
factors on awareness is marked variability. It is likely
that demographic factors interact with awareness of
aphasia in subtle ways that can be explored in future
studies. Calculating a ‘score’ for basic knowledge, as
Flynn et al. (2009) did, for instance, would allow more
powerful and sensitive investigation, such as regression
analysis.
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Conclusions

Our results confirm that levels of awareness are low
in absolute terms in all countries, but also relative to
the public awareness of other conditions. The current
investigation is the largest undertaken on the topic, con-
firming significant variability between countries. Signif-
icant variability was also observed between studies and
between countries on the influence of demographic fac-
tors, particularly age and socio-economic status, with
some significant cross-cultural differences. The implica-
tions of these results are that awareness raising could be
guided and targeted at specific sections of the commu-
nity, service providers and occupational groups. Caution
should be practised in generalizing findings to entire na-
tional and international populations, however.

In most countries those who do have some knowl-
edge of aphasia, but have no personal or occupational
experience of the condition, gain their knowledge from
the media and newspaper and magazine stories, radio
and television reach large sections of the community.
Web-based social media sites too, have the potential to
reach large numbers.

Future investigations can examine in more detail
ethno-geographical variations in awareness, within mul-
ticultural countries and between countries. In addition,
the methodology and questionnaire described here can
be utilized and adapted to examine awareness levels
within a community in tandem with an awareness rais-
ing or educational programme.
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