


NHS North West

Stroke Insight Research on Act F.A.S.T Campaign
and BME communities

Research report

March 2010

Private and confidential

) Smithfield Stree

s T—1 M=

- -+

dr foster®

intelligence



Contents

A, MaNAGEMENT SUMIMIAIY ...ttt eeee e e e e e e e e s e e e et e eeenr s s e e e e e e ennnnnnaaaeeeeeeennnes 4
Research context and ODJECTIVES ..........uuuiiiiiiiiiii e 4
Literature review and primary reSearch SUMMAIY ........cciieeerveeeuiiiiieeeeeeeeesiiiinae s e eaeeeessnnnnn 5
RECOMMENTALIONS ...ttt 11

B. LItEratUre REVIBW ....uui ittt e e e e e ettt a s e e e e e e e e eatta e e e e e e e e e e aettnaaaeeeeeeeesnnnnnns 14
KY FINTINGS ..ttt 15
1. BACKGIOUND ... 15
2. ODJECLIVES ..o 19
T\ =1 ol (o] (oo T =TSP 19
4. REVIEW FESUILS ..ot 22
5. Literature reVIEW CONCIUSIONS ......ccooeieieeeeeeeeee s 26

C. PrIMAIY FESEAICK .ttt 27
L. OBJECHIVES ... 27
2. Methods Of INVESHIGALION ......ccceeeeeeeeeee e 27
3. Respondent CharacCteriStiCS ..........couuiiiiiiiiiiiiiiieeeeee e 28
4. A note on presentation and interpretation of data ..........ccccoooeeiiiiiiiii 31
5. RESUILS IN DELAII .o 32
5.1 Placing stroke within the context of severe health conditions.................coviieen . 32
5.2 Awareness of stroke and symptoms of Stroke.............cccviieiiiiiiiiiici 37
5.3 Awareness of Stroke risk faCtorS ........ooeeeeeeee e 41
5.4 Views on personal risk of stroke and related lifestyle risk factors.............ccccccvveeeeeeel. 45
5.5 Awareness of ACt F.A.S.T CampPaign.........ccuuuiiiiiieiiiiiiiiie e 50
5.6 Resonance of campaign messages and ways to improve delivery ...........cccccceeeeeeeen... 56
5.7 AssessmMent Of StIOKE DVD ........cuuuuiiiiieiiieieiee e et e et e e e e e e e aaae e e eaees 58
5.8 CommMUNICAtION CRANNEIS ... .cciieeiiiie e e e e e e e e e eees 62

Appendix 1: North West SHA: Acute cerebrovascular disease spells (2009).........cccceeveeeeviennnes 66

Appendix 2: Literature review evidence table ... 66

Appendix 3: Primary research instruments (discussion guide, SUIVeY) ..........cccoevvviiiinieeeeneennnns 80

3

intelligence



A. Management Summary

Research context and objectives

Stroke is a major cause of mortality and second only to coronary heart
disease as the biggest killer in the UK. It accounts for around 53,000 deaths
every year (around 9% of all deaths)®. Stroke also has a greater disability
impact than any other chronic disease and 450,000 people have been
severely disabled as a result of stroke in England alone.?

Stroke and ethnicity:

e People of African-Caribbean ethnicity have a higher risk of stroke than
the general population, especially while they are young.

e African-Caribbean and South Asian communities have particularly high
rates of high blood pressure, which is a significant risk factor causing
stroke.?

e Whilst stroke mortality rates are falling in all black and minority ethnic
(BME) groups, they are not falling as quickly as in the general
population. This has resulted in an increased gap in stroke mortality
rates between BME groups and the general population.*

Stroke and geography:

e Death rates from stroke are known to vary geographically. The North of
England has high rates in comparison to South of England (London in
particular).

e However, establishing accurate statistics for BME communities in the
North West is challenging, largely due to the way that data is coded.
For example, Dr Foster analysis of acute cerebrovascular disease
spells for 2009 revealed that a significant proportion (10%) of
admissions were not currently coded for ethnicity (Please refer to the
Appendix 1).

The Department of Health National Stroke Strategy is the strategic impulse for
this work. The strategy recognises that BME and economically disadvantaged
groups are at greater risk of stroke and should be the target of interventions
designed to raise awareness of the disease and ensuring they have the
knowledge to recognise and respond to its physical manifestations.

As part of this strategy the Department of Health launched the Act F.A.S.T
campaign which aimed (and aims) to raise professional and public awareness
of the symptoms of stroke and increase the proportion of people who seek
medical attention within two hours of the onset of stroke.

! Stroke Statistics 2009, British Heart Foundation
z Stroke Statistics, The Stroke Association

Ibid
* Stroke Statistics 2009, British Heart Foundation
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NHS North West recognises the potential role of regional and targeted
interventions amongst the key BME communities (Black African-Caribbean
and South Asian) to harmonise with the national strategy and identified a
number of research and information needs to inform their development.

These requirements, as we understand them, can be framed in the following
research questions:

1 What do we know already about BME population perspectives on
stroke?

2 What interventions have proved effective in raising awareness of and
changing behaviour with regards to stroke amongst BME populations?

3 What, in particular, are the views of BME communities on stroke in the
round?

4 What impact has the Act F.A.S.T campaign had on BME communities
in the North West, in particular in terms of impact on levels of
knowledge and awareness of stroke?

5 How does an informational DVD developed by the team at University of
Central Lancashire resonate with South Asian respondents?

6 And what do these findings mean for the design and implementation of
future communications and interventions?

Literature review and primary research summary

What did we do?

Dr Foster Intelligence (DFI) were commissioned by the NHS North West to
undertake a programme of research to achieve the above research and
information objectives.

The research was undertaken in two stages:

1 As a preliminary exercise, DFI conducted a literature review to consider
what evidence and insights were available with respect to interventions
designed to build awareness and knowledge of stroke as well as
broader exploratory work considering BME perspectives on stroke.

2 Building on the review findings, DFI then undertook primary research in
the form of a face-to-face survey of nearly 370 individuals of South
Asian and Afro-Caribbean descent drawn from lower socio-
demographic groups and six focus groups with a sample of individuals
across these ethnic groups.

Below is a summary of the review and research findings and our views on the
insights that can usefully be drawn from them.
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Existing behavioural insight and evidence of effective interventions

The literature review showed there to be a real paucity of qualitative insight
into the perspectives of Black African-Caribbean and South Asian
communities specifically with respect to stroke.

The bulk of exploratory work identified has focused on South Asian
communities and has primarily considered their perspectives on diabetes and
to a lesser extent broader CVD conditions. This research tends to highlight
the cultural impediments with the strongest themes emerging around:

e Diet: A number of studies suggest that some find it difficult to lower
levels of fat and sugar in their diet, even when diagnosed with diabetes
or heart disease. Many reported feeling under pressure to eat high-
fat/high-sugar foods at social gatherings and not knowing how to cut
down fat/sugar whilst still being able to eat traditional food.

e Exercise: A theme across a number of studies was that Western
notions of exercise (a formal activity, like attending an exercise class or
going for a run) are alien to many and the role of exercise in preventing
health conditions is not understood.

e Fatalism: Several studies found evidence of fatalism, in that
participants believed God had intended them to have their illness.
However, fatalism did not prevent them from changing their behaviour
or trying to lead a healthier life. The fatalism tended to be explanatory
(ie used to explain having their illness) rather than prescriptive.

The literature search found far less available information about the attitudes,
beliefs and behaviours of people of Black African-Caribbean ethnicity
suggesting a need for further research with group specifically.

The review also highlighted an almost complete lack of available published or
evaluated interventions designed to target BME awareness of, and behaviours
with respect to, stroke and other vascular diseases.

Whilst no formally evaluated interventions were identified, there is evidence
that a number of charities and PCTs have acknowledged and are acting on
the perceived issue of lack of awareness of stroke in minority ethnic groups.

The review demonstrated the need for this research to build a better
understanding of BME communities in North West with respect to stroke and it
is hoped it will inform and benefit from other emerging work across the NHS.

Awareness, knowledge and perspectives of BME communities in North
West on stroke

Placing stroke in the wider context

The findings suggest that stroke is recognized as a serious condition upon
consideration but it O&éstrugglesdé to
conditions and cancer and it is not
without being prompted specifically on it).
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As an example, cancer (63%)°> and heart disease (51%) were identified as
the leading causes of death and as conditons 6t op o f mi nd©o
that people are most worried about. In contrast, 11% identified stroke as the
leading cause of death putting it on a par with perceptions of alcohol, smoking
and high blood pressure related deaths. Only a small minority (5%)
mentioned stroke as a specific health concern without being prompted.

While stroke was identified correctly as the leading cause of severe disability
(26%), a significant pr opor ti on ( 34 %) cawseslotsedete
disability suggesting that leading causes of disability are less well known.

Awareness of stroke and symptoms of stroke

Stroke is reasonably well recognized and more than three quarters (83%) of
respondents were aware of stroke generally. However, very few in the focus
groups could describe what it is how it affects people, beyond the fact that it is
somet hing that o6affects the brainé.

There is room for improvement in recognising key symptoms of stroke as 22%
of those aware of stroke could not indicate any symptoms or warning signs.

heal

name

OWeakness/ numbness of the face, arm or I

key symptom identified by 60% those aware of stroke. Difficulty speaking or
understanding spoken language was identified by 43%. Loss and blurring of
vision (13%) were cited far less.

It is not surprising then that only 42% agreed that people are generally well

aware of symptoms of stroke and nearly

what to do if someone was showing symptoms of stroke.

Black African-Caribbean survey respondents were more likely to mention
symptoms of stroke than South Asian respondents, and were more confident
about what to do in case of stroke. This was not reflected in focus group
discussions, where South Asian respondents were more likely to know
someone who had suffered a stroke and were therefore well aware of
symptoms.

Qualitative research showed that men from all ethnic backgrounds were more
hesitant in describing what they knew about stroke and its potential symptoms
than women.

Awareness of risk factors

Smoking (54%), high blood pressure (44%) and alcohol (44%) were identified
as the main risk factors by the survey, but again a significant minority (19%)
coul dn 6fyf any streke tspecific risk factors. However, the research
evidence overall suggests that BME respondents were generally able to relate
at | east some of the 6general d CVD
generally unaware how this link actually works.

> All percentages reported are from the survey conducted.
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In line with other findings, African-Caribbean survey respondents were more
likely to identify risk factors whereas South Asians were more likely to claim
they didndét know any.

The link between stroke and ethnicity came as the biggest surprise to most
participants. This was also true for South Asian groups where respondents
thought stroke to be widespread in their communities. In addition, only 17% of
survey respondents believed ethnicity to influence the risk of having a stroke.
Especially African-Caribbean focus group participants, who previously had
thought of strokeasa6whi t e manés di seasebd, ca
the link between ethnicity and stroke.

Appreciation of risk

42% said that they were worried about having a stroke themselves (this was
more the case for 55+ respondents and those with previous experience of
stroke, eg through family). This was echoed in the focus groups once
participants had the chance to explore the factors increasing the risk of stroke.

Qualitative work also highlighted that South Asian respondents were more
likely to be concerned about CVD related conditions (including stroke) due to
high perceived prevalence of the conditions in the community. In contrast,
African-Caribbean respondents are more concerned about cancers and stroke
i sndét considered as a particular ri

Whilst many respondents claimed to be worried about stroke, and even

s k

considered themselves to be at argieaek,

appreciation of lifestyle related risk factors as most were confident in that they
were leading a healthy lifestyle and were in good health (despite several
reporting current health issues).

When it comes to the adoption of healthy lifestyles, distinctions emerged
across ethnic groups. Results from the qualitative research confirm findings
from other exploratory studies amongst South Asian groups, in that diet and
exercise were delimited by cultural mores. South Asian men showed a
tendency to focus on diet and a healthy mind to combat potential risk (in
theory), whereas South Asian women (those generally responsible for
cooking) suggested great difficulty in preparing low fat food and regarded

ed f ol
bef o
t his

exercise (particularly gym attendance) as somethingforo6 whi t e 6 peopl e.

Perspectives from Black Afro-Caribbean qualitative research participants
suggest a greater inclination to take exercise across genders, but a reluctance
to forego what they regaredd as a cultural diet 1 that they appreciate is high in
salt and fat (as well as spicy). Alcohol and smoking is more prevalent in this
group (borne out by quantitative survey findings) and understood to be risky
behaviour in the round, although examples of attempts to curtail habits were
not particularly forthcoming.
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Evaluation of the Act F.A.S.T Campaign
Unprompted recall

The Act F.A.S.T campaign has been largely successful in reaching the key
BME communities in the North West. Over two-thirds (37%) of survey
participants spontaneously recalled seeing, hearing or reading information or
advertising about stroke recently. Black Afro-Caribbean participants were
more likely to recall seeing something related to stroke than South Asian
participants.

Over three quarters (78%) of participants who recalled a campaign identified a
TV campaign. The main unprompted messages recalled from a campaign
were the need to act fast and dial 999 (34%) and face, muscle paralysis
(29%). 91% were able to identify some message from the campaign that is
consistent with the elements of the F.A.S.T campaign.

Prompted recall

When prompted with campaign executions half of survey participants (49%)
claimed an awareness of the F.A.S.T campaign which, based on DFI
experience, suggests a good result.

The vast majority of these believed the campaign to strongly emphasise the
ease by which symptoms of stroke can be identified, the actual warning signs
and the need to call 999 immediately i 99% of those recalling the campaign
believed it to very strongly and strongly put across the latter message. 91% of
those with prompted campaign recall identified the TV advertisement as the
source of recall.

Women and Black Afro-Caribbean respondents were more likely to claim
awareness of the campaign than men and South Asian survey participants,
and this was borne out to some extent in the qualitative groups as well.

We do not know why campaign recall was higher amongst Black African-
Caribbean groups based on evidence from this research. It may be an effect
of media scheduling and coverage within each of the communities
researched. It could also be hypothesised that those of Caribbean origin are
comparatively more in tune with the mainstream (White) culture and that
therefore mass communications of this kind are more likely to get noticed.

Campaign impact

Qualitative reactions to campaign executions indicate an appreciation of the
key message of the campaign i the need to recognise symptoms and act fast
by calling 999. There appears to be very little that can be improved overall
with the Act F.A.S.T campaign.

However, the campaign does not appear to have reached proportionately as
many South Asians (and men in general) and future campaigns could be
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improved either by targeting delivery through channels most appropriate for
these groups or considering the visuals used to deliver the campaign which
currently are exclusively White and do not include any minority ethnic
respondents.

Focus group participants identified an additional need for communications
around stroke in general to emphasise not just what one does when faced
with stroke but that stroke is a risk (particularly for BME communities) and
what contributes to that risk.

The following table demonstrates some key differences between those
recalling the F.A.S.T campaign and those not, and demonstrates (in the
absence of a pre and post campaign approach) the potential impact of the
campaign on levels of knowledge and awareness.

Aware of Not aware of
Campaign Campaign
(n=178) (n=189)
Identify stroke as top of mind personal o 0
health concern A Rl
Identify stroke as leading cause of 14%* 7%
death
|o!ent|f_y_ stroke as leading cause of 3106* 2204
disability
Unprompted identification of face, arm
or leg paralysis/iweakness or numbing 77%* 45%
as warning sign
Unprompted identification of difficulty
speaking or understanding speech as 55%* 33%
warning sign
U_nprompted identification of any correct 9204 59%
signs of stroke
Proportion agreeing to statement
& am confident that | would know what 5904+ 28%

to do if someone showed signs of
stroked

Proportion agreeing to statement
6Having a stroke ¢ 949%* 77%
emergency®o

]I?roportlon identifying a correct risk factor 9204 68%
or stroke

* = significant difference

The above table suggests that campaign recall very much impacts upon the
appreciation of the warning signs of stroke but less so on the appreciation of
stroke as a personal risk or a leading cause of severe disability.
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Stroke DVD evaluation

The South Asian focus groups assessed an educational DVD developed by
the team at University of Central Lancashire.

The DVD was well received and all respondents could relate to the DVD
because they identified with the culture and family life it presented. The visual
delivery of messages made the absorption of information easier for an
audience that is accustomed to verbal interaction rather than relying on written
information.

A minority of Indian respondents had difficulty in understanding some of the
spoken Urdu words but all could follow the sub-titles.

The information presented evoked f eel i ngs of fear

could happen to med but very few pi

can recover from stroke to live a full life. Information about TIAs was new to all
participants who did not have family history of strokes and many expressed a
wish to know more about this.

The DVD clearly worked well as a tool to raise awareness around health
behaviours. However, the conclusion of discussions was that most felt they
would find it difficult to change their behaviour in the short term and/or without
support. This suggests the need for the DVD to be part of a wider intervention.

Participants felt that the most effective ways of disseminating the DVD were
through community organisations (eg mosques) and advertisement on Asian
television channels.

Recommendations

This body of work has highlighted the following areas as needing further
attention:

1 Coding of ethnicity in acute and primary care needs to be improved

The incidence, prevalence, and mortality rate of many diseases (including
stroke) are known to vary by ethnic group. Current data also suggests an
increase, rather than decrease, in the gap between stroke mortality rates
between BME groups and the general population leading to inequities in
health outcomes.

These inequities are amenable for change but in order to address them they
must be comprehensively defined and that data must be robustly collected
over time. Data collection on ethnicity in the NHS is historically poor but
ensuring that ethnic data is collected for all patients is a pre-requisite in
detecting changes, if any, over time between BME groups and the general
population in the North West.

11
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2 Further research is needed into attitudes, beliefs and behaviours

The literature review findings highlight the need for good quality research into
attitudes, beliefs and behaviours around stroke for all minority ethnic groups
but, in particular African-Caribbean groups. Whilst this research makes a
significant contribution to knowledge about these groups in the Northwest,
there is still a need for further research.

3 Stroke should be consistently communicated as the second leading
cause of death and number one cause of severe disability

A goal for interventions and communications will be in achieving some parity
between a consciousness of the risk of stroke with that of heart disease and
cancer. Without this it is unlikely that messages around recognising symptoms
and associated risk factors will resonate with target audiences in full.

Since stroke shares many risk factors with other vascular diseases, it could be
argued that emphasising stroke within communications designed around other
better known (feared) conditions could go some way in creating parity
between awareness of stroke and general CVD conditions.

4 Future Act F.A.S.T campaigns can be improved by including visuals of
BME communities in campaign executions

The Act F.A.S.T campaign appears to have had considerable reach within the
BME community within the North West and has, arguably, driven up an
appreciation of the constituent warning signs of stroke and the need to call
urgent medical attention when presented with symptoms.

Whilst the campaign messages are unambiguous and work well, the prompted
identification of the symptoms of stroke will be determined to some extent by
the degree to which BME individuals appreciate someone within their
community to be at risk of stroke. There is anecdotal evidence that simply
featuring people from BME communities in campaigns can raise
understanding amongst those groups that they themselves can be at risk.

5 Educate BME groups on risk factors and make the link between stroke
and ethnicity explicit

An additional communication challenge (that precedes the identification of
warning signs and appropriate action) is in emphasising the extent of stroke
risk amongst the BME population and how lifestyle is a precursor to stroke
and not something that arises simply out of old age.

The findings around the extent to which the BME community in the North
West appreciate the extent of the risk in their community and the behaviours
contributing to stroke suggest some room for improvement and could be the
focus of further work (eg explicitly linking ethnicity to stroke prevalence).

Education and information on alternative diets and physical exercise that
appreciates the cultural mores of BME groups will go some way in overcoming

intelligence
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cultural barriers for developing healthy lifestyle approaches and expectations.
For example, promoting exercise amongst South Asian women will require
some innovation and cultural sensitivity, and changing dietary habits will
require an appreciation of how central food is to that culture.

6 Use community based interventions to raise awareness and change
behaviour

Community based interventions designed in conjunction with BME
communities and local health services and supported by a greater emphasis
of the risks of stroke in broader health communications could yield significant
results.

The DVD aimed at South Asian communities is likely to resonate well with the
intended audiences and should be disseminated through local community
channels. However, the DVD should be part of a wider intervention that
supports behaviour change more broadly eg by including help and advice on
diet and exercise to generate most impact.

7 All future campaigns and local interventions should be evaluated in
order to identify what works well for BME groups

The literature review highlighted a number of initiatives and local interventions
targeting BME groups but very little in terms of outcome evaluations. Good
quality evaluations are vital in identifying (but also refining) interventions that
really work and can be rolled out elsewhere thus saving scarce resources in
development.

The survey used in this study provides a benchmark for levels of stroke
awareness and knowledge amongst the BME community and can (using the
same approach) be replicated to determine any change following interventions
in the North West.

13
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B. Literature Review
Key findings:

14

The review found a lack of available data on awareness of stroke, its
symptoms and causes amongst different BME groups. It also found a
lack of information about the impact of the Act F.A.S.T campaign on
and there is a need to conduct further research into these issues.

However, some themes were apparent in the studies found. These
themes are points for further exploration, rather than firm conclusions
that can be generalised.

Many studies included in the review looked at the attitudes, views,
behaviours and beliefs of people of South Asian ethnicity. From these
studies, certain themes relating to diet, exercise and fatalism emerged.

o Diet: A number of studies reported South Asian participants
finding it particularly difficult to lower levels of fat and sugar in
their diet, even when they had been diagnosed with diabetes or
heart disease. Several studies reported participants feeling
under pressure to eat high-fat/high-sugar foods at family and
social gatherings and difficulty in knowing how to cut down
fat/sugar whilst still being able to eat traditional diet.

0 This suggests that further culturally appropriate advice is needed
on how to eat more healthily whilst still being able to eat
traditional foods.

o Exercise: A theme across a number of studies was that Western
notions of exercise (doing a formal activity, like attending an
exercise class or going for a run) are alien to many people.

o Some, but not overriding, fatalism: Several studies conducted
with South Asian people who had been diagnosed with a
vascular disease found evidence of fatalism, in the sense that
participants believed God had intended them to have their
illness. However, they also found that this fatalism did not
prevent them from changing their behaviour or trying to lead a
healthier life. The fatalism tended to be explanatory (ie they
used it to explain having their illness) rather than prescriptive.

The literature search found far less available information about the
attitudes, beliefs and behaviours of people of African-Caribbean
ethnicity again suggesting need for further research.

The review found no studies evaluating the impact of interventions
aimed at increasing awareness or changing behaviours of BME groups
in relation to stroke or other vascular diseases.

Whilst no formally evaluated interventions were identified, there was
evidence that a number of charities and PCTs have acknowledged and
are acting on the perceived issue of lack of awareness of stroke (and
how to prevent it) amongst minority ethnic groups.
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1. Background

NHS Northwest has commissioned Dr Foster Intelligence to conduct research
into the knowledge, perceptions and attitudes of African-Caribbean and South
Asian Communities within its catchment area towards stroke. NHS northwest
wants to establish the impact of the F.A.S.T campaign and its messages on
these communities and to investigate what methods are best suited to
promote awareness.

As part of the research project, NHS northwest has commissioned this
literature review, which aims to understand what is already known and to
ensure that we build on existing knowledge and experience.

The ambit of the literature review is wider than the objectives of the project as
a whole, since it aims to provide a general overview of current knowledge and
insight into the attitudes, awareness and behaviour of black and minority
ethnic communities in the UK towards stroke and other vascular disease. We
searched for literature on the attitudes and awareness of all minority ethnic
groups within the UK to ensure that we include all relevant findings. We have
searched for literature on all vascular diseases, rather than just stroke,
because there are strong links between stroke and other vascular disease and
many of the risk factors (including behavioural risk factors such as diet and
exercise) are the same for stroke and other vascular diseases.

This background section aims to set the literature review in context.

1.1 What is a stroke?

Astrokei s fa Obrain attackd caused by
b r a Theye. are two types of stroke:

e |sochemic stroke: this is caused by a clot narrowing or blocking blood
vessels and preventing blood from reaching the brain, resulting in the
death of brain cells

e Haemorrhagic stroke: this is caused by burst blood vessels resulting in
bleeding into the brain

1.2 Prevalence of stroke in the UK

Strokes are responsible for eleven percent of deaths in England and Wales’.
Between 20 and 30 per cent of people who suffer a stroke die within a month?,
and one in four people who reach the age of 85 will have a stroke®.

People from some ethnic groups are more likely to suffer a stroke than those
in other ethnic groups.

e People of African or Caribbean ethnicity are more likely to have a
stroke than those in other ethnic groups, particularly when they are

® Department of Health (2007a), pg. 10
’ National Audit Office (2005), pg. 3

® Ibid

® Ibid
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young™. Incidence rates of stroke, adjusted for age and sex, are twice
as high amongst black than white people in the UK*.

e Men of South Asian Origin are disproportionately likely to have a
stroke®?.

e Furthermore, according to an Equalities Impact Assessment conducted
by the Department of Health, women of Bangladeshi and Pakistani
origin have high rates of stroke relative to the general population (12%
Bangladeshi women and 10% Pakistani women, compared to 9%
women in the general population) *3.

1.3 Risk factors for stroke

There are a number of risk factors for stroke, some of which cannot be
changed, but some of which can be reduced, changed, or treated.

Risk factors which cannot be changed are:

e Age: the chance of stroke doubles for each decade over the age of
55",

e Heredity (family history) and race: A family history of stroke (in
particular amongst siblings, parents or grandparents) increases the risk
of stroke®. People from certain ethnic groups are at higher risk of
stroke than others (see above)

e Sex: men are more likely to have a stroke than women, but women
who have a stroke are more likely to die than men who have a stroke™®

e Prior stroke/ TIA T people who have had a stroke or a transient
ischemic attack (TIA) are more likely than others to suffer a stroke. The
risk of stroke is ten times higher in people who have had a TIA than in
those of the same age and sex who have not*’.

Risk factors which can be reduced, treated or controlled are:

e High blood pressure i high blood pressure is the main cause of stroke
and fAthe most important cdntroll abl e

e Cigarette smoking T smoking is a risk factor for all vascular diseases. It
can cause extensive damage to the cardiovascular system in many
ways and increases the risk of stroke.

e Diabetes mellitus i diabetes is an independent risk factor for stroke.
Being overweight is ia risk factor for diabetes, and many diabetics have
high blood pressure and high levels of cholesterol, both of which

' Department of Health (2007a), pg. 14)
! |bid, pg.14
z Department of Health (2007b), pg.4: statistics not provided
Ibid, pg.4
4 American Stroke Association (2009)
" bid
'® National Audit Office (2005); American Stroke Association (2009)
7 American Stroke Association (2009)
*® Ibid
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increase the risk of stroke. Diabetes is treatable, but its presence
increases the risk of stroke™.

e Carotid or other artery disease i this is caused by the build-up of fatty
deposits, which narrows arteries, thus increasing the risk of stroke®.

e Other heart disease i people with CHD or heart failure have a higher
risk of stroke.

e High blood cholesterol

e Poor diet T a diet with high levels of saturated fat, trans-fat and
cholesterol can raise cholesterol levels, thus increasing the risk of
stroke. High levels of salt can increase blood pressure, which also
increases the chance of stroke. Furthermore, diets with excess calories
can lead to obesity, a further risk factor for stroke.

e Physical inactivity and obesity i being physically inactive and/or obese
increase the risk of high blood pressure, high cholesterol, diabetes,
heart disease and stroke.

e Sickle cell disease (also called sickle cell anaemia).

e Arterial fibrillation.

1.4 Awareness of Stroke

Despite the high preval ence of stroke and the
three disease s gerewlpiblcgwartkresstofstioke is low.

In a survey of 1,640 people in England, commissioned by the National Audit
office, just 21% mentioned stroke as one of the top four causes of death. By
comparison, 77% of respondents mentioned heart disease and 89%
mentioned cancer as one of the four main causes of death. Just one in five of
survey respondents knew that lowering blood pressure can reduce the risk of
stroke.

1.5 Awareness of Stroke in Black or Minority Ethnic Groups

One of the objectives of this Literature Review is to find studies investigating
awareness of stroke and other vascular disease amongst Black and minority
ethnic groups in Britain. Therefore, findings on awareness in this group are
not presented in detail in this section.

However, awareness of stroke amongst Black and Minority Ethnic groups is
perceived to be low. In 2007, the Department of Health conducted a public
consultation as part of an Equalities Impact Assessment for stroke and stroke
care. The consultation received over 1000 responses from a range of
individuals (including stroke survivors and their carers), professionals and
other stakeholder groups?. Several respondents (number and type unknown)
felt that awareness of stroke needs to be raised within black and minority
ethnic groups and that information about prevention and the risk of stroke

' Ibid

2% 1bid

2! National Audit Office (2005), pg. 35
22 Department of Health (2007b)
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should be targeted at these groups®. Some respondents felt that the needs
of minority ethnic groups in the UK in relation to stroke and stroke care are not
being adequately met®*,

1.6 Department of Heal thoés National

In 2007, the Department of Health published its National Stroke Strategy?,
informed by a review conducted by the National Audit Office?®. The strategy
sets out a ten-point action plan for raising the profile of Strokes in the UK and
improving outcomes for those who suffer a stroke?’, as well as 20 quality
markers (QMs) against which to measure progress?.

The first of the ten steps is to raise awareness of stroke, its symptoms and
risk factors amongst the general public and help people to recognise when
someone has suffered a stroke. The aim is to help ensure that people call 999
when symptoms of stroke occur and to help people reduce their own risk of
stroke. The first quality marker (QM1) of the National Stroke Strategy looks at
ensuring Amembers of the public and
recognise the main symptoms of stroke and know that it needs to be treated

Stroke

heal

as a medical® engM2gehcgkbs at fAeffective

management of vascular risk factors, together with improving information and

t h

advice on |lifestyl & and treatment optionsbo

The National Stroke Strategy explicitly recognises the particular need to raise
awareness and target prevention work at people of African, Caribbean and
South Asian ethnicity:

We know that some groups (e.g. people from black and minority
ethnic communities and the economically disadvantaged) are at
greater risk, and for example South Asian people are less likely to
have hypertension managed...This means that targeting prevention
work at those groups has the potential to lead to significant results®..

1.7 F.A.S.T. Campaign
As part of the National Stroke Strategy, the Department of Health has

| aunched the F.A.S. T campaign, which

and the publicdbs awareness of t he
proportion of people who seek medical attention within two hours of the onset
of stroke®.

23 Department of Health (2007b), pg. 7

24 Department of Health (2007b), pg. 7

% Department of Health (2007a)

%% National Audit Office (2005)

" Department of Health (2007a), pg. 7-8

?® Department of Health (2007a), pg. 5-6

¥ Department of health (2007a), pg. 5

% Ibid

st Department of Health (2007a), pg. 17

s Department of Heatlh (2007a), pg. 16 (QM1)
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The campaign operates around the F.A.S.T message: When a stroke strikes,
act F.AS.T.:

e Facial weakness - can the person smile? Has their mouth or eye
drooped?

e Arm weakness - can the person raise both arms?
e Speech problems - can the person speak clearly and understand what
you say?

e Time to call 999 for an ambulance if you spot any one of these signs>3.

2. Objectives
This review has two main objectives.

1. To learn from studies exploring the attitudes, awareness, behaviours,
beliefs, experiences or views of black and minority ethnic groups in
Britain towards stroke and other vascular diseases.

2. To review the evidence on the effectiveness of interventions designed
to increase awareness or promote healthier behaviour amongst BME
groups in Britain in relation to stroke and/or other vascular diseases.

3. Methodologies

3.1 Literature search: databases and search terms

We conducted searches of PubMed, the Cochrane library and the Dare
database for studies published within the past ten years, using terms to reflect
the concepts of:

e Stroke and other vascular diseases (key words were: Stroke, diabetes,
TIA, cardiovascular disease(s), heart disease, vascular disease(s))

e Awareness or understanding (key words were: Awareness,
understanding, attitude(s), perception(s), belief(s), knowledge)

e Minority ethnic groups (key words were: BME, minority ethnic, ethnic
minority, ethnic minorities, Pakistani(s), Bangladeshi(s), Indian(s),
Black African(s), Black Caribbean(s), or African Caribbean(s)).

Terms were combined and exploded for searching.

A separate search was run with the objective of increasing the number of
returns for studies relating specifically to stroke or to the F.A.S.T campaign
and its impact on BME groups in the UK. This was due to the low number of
returns generated by the initial search strategy.

% Department of Health website:
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidanc
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http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_094239
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_094239

Search terms used included:
e "TFASTO AND AStroke(s)o AND fAawarenessao
e "Strokeo AND AWarning signso

Additional searches were conducted using internet search engines (Google
and Google Scholar) and key references from retrieved articles were
screened for inclusion. The British Stroke Association website was also
searched for relevant published research.

This is a rapid, rather than systematic review of the literature. As such, whilst
we have endeavoured, within resource and time constraints, to include all
relevant studies, it is not an exhaustive search of the literature and there may
be further, missing studies.

3.2 Criteria for including/excluding studies

Study topic.
Studies were only eligible for inclusion if they either:

e Reported primary research into attitudes, awareness, behaviours,
beliefs, experiences or views of BME groups in Britain towards stroke
and/or other vascular diseases or related health services; OR

e Evaluated behaviour-change interventions aimed at increasing
awareness or promoting healthier behaviour amongst BME groups in
Britain in relation to stroke and/or other vascular diseases, or related
health services

AfVascul ar di seasesdo was taken to include
TIA, cardiovascular disease and heart diseases.

Study design.
Studies were eligible for inclusion if they were:

e Exploratory studies (qualitative or quantitative), using any recognised
method, which were designed to explore attitudes, awareness,
behaviours, beliefs, experiences or views

¢ Quantitative studies, using any recognised method, which were
designed to evaluate the effectiveness of interventions

Participants

Studies were only eligible for inclusion if they were conducted with black or
minority ethnic adults, living in Britain. The primary audience of interest was
black or minority ethnic adults at risk of strokes/other vascular diseases but
who had not yet suffered/been identified as having suffered stroke or other
vascular diseases.

However, given the low number of returns for studies with individuals who
were just at risk of stroke/other vascular disease, we adopted a pragmatic
approach to inclusion of studies.
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We excluded any studies assessing the effectiveness of interventions aimed
at people who had suffered stroke/been diagnosed with any vascular disease.
However, we included exploratory studies with participants who had
experienced stroke/been diagnosed with any vascular disease if findings
were of relevance to attitudes, awareness, behaviours, beliefs, experience or
views regarding stroke or other vascular disease.

Outcome measures

Exploratory studies were only included if they reported findings on attitudes,
awareness, behaviours, beliefs, experiences or views of BME people living in
the UK on stroke or other vascular disease.

Quantitative studies assessing the effectiveness of interventions were only
included if they:

e reported on a change in awareness of the risk factors for stroke or
other vascular disease; or

e reported on a change in behaviour in terms of behavioural risk factors
for stroke or other vascular disease amongst people from BME
communities, living in the UK; or

e reported on a change in behaviour in terms of appropriately responding
to symptoms or risk-factors of stroke/other vascular disease in people
from BME communities, living in the UK.

Reporting on methodology and sample

Where full texts of studies could not be retrieved, we included studies based
on abstracts or summaries. However, we only included studies if they
provided information on methodology and sample.

Publication type, date and language

Due to time and resource constraints, we included only material which was
published and written in English. To achieve a balance between ensuring
studies were as relevant as possible to current trends, attitudes, beliefs and
awareness and achieving a reasonable number of returns from the search, we
included studies published since 1995.

3.3 Method of synthesis

Due to the diversity of study types, and the small number of intervention
studies (studies evaluating the effectiveness of interventions) a synthesis of
findings was not appropriate and we were not able to draw firm conclusions
from studies.

Instead, we have presented a summary of findings for individual studies in
Table 1 (in Appendix), and highlighted themes which appear to emerge, as
well as any apparent gaps in knowledge in the following results section.
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4. Review results

4.1 Overview

Over 500 studies were identified through the literature search. These were
sifted according to whether or not they met the inclusion criteria listed above.
In some cases, the original data/study could not be found and only an abstract
or summary was available. Where this was the case, we still included the
study so long as there was a clear methodology and information on the
sample.

Just two studies included in the review focussed specifically on stroke. The
majority of papers looked at either diabetes or coronary heart disease. It will
therefore be necessary to conduct further research into the attitudes,
behaviours, beliefs, experiences or views of people from African-Caribbean or
South Asian groups in relation to stroke/TIA in particular.

Most studies were conducted with people of South Asian ethnicity. We found
far less relating to people from African-Caribbean or other minority ethnic
groups. Since people of African-Caribbean ethnicity are at higher risk of
stroke, it is important that we conduct further research with people from this
ethnic group.

Our literature search did not find any interventions aimed at raising awareness
or changing health behaviour in BME groups in relation to stroke (or other
vascular diseases) which had been evaluated according to these outcomes.
Ghouri (2005) reported on a health fair in a mosque, which was aimed at
increasing the awareness of South Asian Muslims in Edinburgh about a range
of different health issues, including diabetes, high blood pressure and healthy
eating. The community-based event was run in partnership with local
healthcare organisations and Edinburgh Central Mosque. Leaflets were
provided in five different languages and translators were present. Ghouri
reports that the health fair was well-received and well-attended (with 200 men
and 120 women attending over the two days). However, the intervention was
not evaluated in terms of whether it raised awareness, changed health
behaviour in the target audience, or had any sustained effect.

All the studies included in the review were, therefore, exploratory studies,
looking at the attitudes, awareness, behaviours, beliefs, experiences or views
of BME groups in Britain towards stroke and/or other vascular diseases or
related health services. Many of the studies were conducted with people who
had already been diagnosed with a vascular disease and therefore had come
into contact with health services. It might be useful to conduct further research
with at-risk populations who have not yet suffered a stroke or been diagnosed
with any vascular disease.

A summary of included studies is set out in Table 1 (please refer to the
Appendix). Findings of studies have only been included if they are relevant to
the objectives of this review. Therefore, not all findings have been included in
the table.
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4.2 Key themes

Given the diversity of study types, and the lack of intervention studies, a
synthesis of findings was not appropriate and we were not able to draw firm
and generalisable conclusions from studies.

However, some themes were apparent in the studies and these are discussed
here. These themes are points for further exploration, rather than firm
conclusions/findings that can be generalised.

Awareness of /attitudes towards stroke

From the studies found in the literature search, there is a lack of information
on the awareness of and attitudes towards stroke, its symptoms and its
causes amongst different BME groups. We found no studies evaluating the
impact of the F.A.S.T campaign amongst BME groups. However, the National
Audit Office survey (2005), whilst conducted before the F.A.S.T campaign
found that black respondents were significantly less likely to have seen a
public campaign about stroke than their white counterparts.

The National Audit Office found that black people are more likely than white
people to rank stroke amongst the top four causes of death in Britain, which
suggests a higher awareness of the danger of stroke amongst black than
white people. However, MORI (2006) found that of 305 British South Asians
surveyed, just 5% ranked stroke as one of the health dangers that concerns
them most.

More information is needed on the comparative awareness of and attitudes
towards stroke and the F.A.S.T campaign amongst different ethnic groups in
Britain.

Attitudes/beliefs/ views of South Asian participants

The majority of studies focussed on South Asians/British South Asians of
different backgrounds (e.g. Bangladeshi, Indian, Pakistani). From these
studies, three key themes relating to health behaviour/beliefs arose

e Diet: A number of studies reported South Asian participants of different
ethnic/cultural groups finding it particularly difficult to lower levels of fat
and sugar in their diet, even when they had been diagnosed with
diabetes or heart disease. Some studies found fears of being alienated
from their culture or being viewed as inhospitable if they served lower-
fat food at social gatherings. Several studies reported on South Asian
participants feeling under pressure to eat high-fat/high-sugar foods at
family and social gatherings. Greenhalgh et al (1998) found that some
Bangl adeshitsr ovn geowefdo dicks , such as
ghee, solid fat and spices, as being health giving. However, at the
same time, they appreciated that these foods were not good for people
with diabetes. Some studies suggested that South Asians from different
ethnic origins found it difficult to know how to cut down on fat/sugar
whilst still being able to eat their traditional diet.
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This suggests that further culturally appropriate advice on how to eat
more healthily whilst still being able to eat traditional foods. The Stroke
Association is producing a set of recipe cards aimed at people from
South Asian communities. These may provide some assistance.

e Exercise: A theme across a number of studies was that Western
notions of exercise (doing a formal activity, like attending an exercise
class or going for a run) are alien to many people across different
South Asian communities. Some studies suggested that there is little
perceived benefit attached to exercise. There were particular barriers to
women from different South Asian backgrounds exercising.
Siskantharajah (2006) reported on Bangladeshi women feeling that
exercise, beyond daily housework, was selfish. Grace et al (2008), Darr
et al (2008), and Faroogi et al (2000) all reported that exercising
outdoors (particularly for women) could be viewed as scandalous.

e Some, but not overriding, fatalism: Several studies conducted with
South Asian people who had been diagnosed with a vascular disease
found evidence of fatalism, in the sense that participants believed God
had intended them to have their illness. However, they also found that
this fatalism did not prevent them from changing their behaviour or
trying to lead a healthier life. The fatalism tended to be explanatory (i.e.
they used it to explain having their illness) rather than prescriptive.

Attitudes/ beliefs/ views of African-Caribbean participants

Far fewer studies investigated the attitudes, beliefs, views or behaviour of
African-Caribbean  people towards vascular diseases or their
causes/symptoms. It was not possible to pick out themes across these
studies. Further research is needed into the attitudes, awareness and
behaviours of people of African-Caribbean ethnicity in Britain towards stroke
and other vascular disease.

4.3 Initiatives aimed at raising awareness of stroke amongst BME
communities

Through the literature search, we found a number of initiatives and projects,
set up by healthcare organisations and charities, which are designed to raise
awareness of stroke amongst BME communities®*. Some of these have been
outlined below. On the information available, none of these initiatives have
been evaluated in terms of their effectiveness.

The Afiya Trust Stroke Awareness Project

The Afiya Trust has launched a project aimed at providing information on
stroke which is targeted to the needs of BME communities. Through a number
of initiatives, including working with BME organisations and holding
community-based awareness-raising events (multi-lingual, where required)
the project has the following expected outcomes:

% This list is not comprehensive, since the focus of this Literature review is on studies which
meet the criteria for inclusion, listed in the Methods section.
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e Ntargeted dissemination about stroke

e raised awareness within BME communities about the signs and
symptoms of stroke, risk reduction, practical steps to take when stroke
occurs, rehabilitation and support services

e raised awareness of services (both voluntary and statutory) leading to
an increase in the uptake of services to meet the specific needs of
BME communities

« to identify gaps in information materials about stroke and rehabilitation
and suppoft servicebod

The Stroke Association

The Stroke Association has a section of its website dedicated to prevention
and raising awareness of stroke amongst people from African Caribbean and
South Asian communities. Its leaflets on preventing stroke are available in five
different languages and it has run a number of awareness raising events and
campaigns involving African Caribbean and South Asian celebrities. The
Stroke Association is producing a set of recipe cards targeted specifically at
African-Caribbean and South Asian communities, which provide suggestions
for improving diet and reducing the risk of stroke within the traditional diets of
these communities.

Other Primary Care Trusts

It is clear from the literature search that many NHS trusts have recognised the
need to work with BME communities (in particular African-Caribbean and
South Asian communities) to prevent stroke. For example,

e NHS Doncaster announced in its annual report for the Trust Board
(May 2009) that it has been awarded funding to begin a project to raise
awareness of stroke and its symptoms amongst BME communities*®.

e According to the Sheffield Director of Public Health Report 2009, an
awareness campaign aimed at BME communities is currently underway
in the NHS Sheffield area®”.

e Blackburn with Darwen PCT has, with a partner organisation,
developed a DVD aimed at raising awareness of stroke and its
symptoms amongst BME communities. The DVD has been piloted in
Blackburn, but the outcome of the pilot could not be found in the
literature search®3°

% Afiya Trust (2009):
http://afiyatrust.org.uk/index.php?option=com_content&task=view&id=224&Itemid=56
% NHS Doncaster (2009):
http://www.doncasterpct.nhs.uk/documents/DESGESJointReport.pdf

*" NHS Sheffield (2009):
http://www.publichealthsheffield2009.nhs.uk/recommendations/progress.php

* Blackburn with Darwen PCT:

www.gmcecn.nhs.uk/hp/portal repository/files/IBMECancerl.pdf

% The DVD tested in primary research is the same one piloted in Blackburn.
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http://afiyatrust.org.uk/index.php?option=com_content&task=view&id=224&Itemid=56
http://www.doncasterpct.nhs.uk/documents/DESGESJointReport.pdf
http://www.publichealthsheffield2009.nhs.uk/recommendations/progress.php
http://www.gmccn.nhs.uk/hp/portal_repository/files/BMECancer1.pdf

5. Literature review conclusions

This review found a lack of available data on awareness of stroke, its
symptoms and causes and its symptoms amongst different BME groups in
Britain. It also found a lack of information about the impact of the F.A.S.T
campaign on BME groups in Britain. There is a need to conduct further
research into these issues.

Many studies included in the review looked at the attitudes, views, behaviours
and beliefs of people of South Asian ethnicity who live in Britain. From these
studies, certain themes relating to diet, exercise and fatalism emerge from the
studies. These findings are of relevance because they suggest attitudes and
behaviours that could increase the risk of stroke amongst South Asian
communities, as well as suggesting what may need to be done to overcome
these risks.

The literature search found far less available information about the attitudes,
beliefs and behaviours of people of African-Caribbean ethnicity, living in
Britain. This suggests that further research is needed with African-Caribbean
people.

The review found no studies evaluating the impact of interventions aimed at
increasing awareness or changing behaviours of BME groups in relation to
stroke or other vascular diseases. Difficulties associated with evaluating public
health campaigns (for example, a number of different factors which could
impact on any change in awareness/behaviour) might, in part, explain this.
Whilst no formally evaluated interventions were identified, there was evidence
that a number of charities and Primary Care Trusts have acknowledged and
are acting on the perceived issue of lack of awareness of stroke (and how to
prevent it) amongst minority ethnic groups.
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C. Primary research
1. Objectives

Desk review findings were fed into the development of primary research and
both quantitative and qualitative research were conducted to meet the overall
project objectives.

The guantitative survey set out to explore:
e Awareness of stroke and understanding of associated risk factors.

e Awareness of and attitudes toward the Act F.A.S.T campaign (both
unprompted and prompted).

e Attitudes and behaviours related to stroke and associated risk factors.

e The most appropriate media and communication channels for targeting
these communities.

Where the quantitative survey was used to establish levels of awareness and
attitudes, qualitative research was used to drill deeper i nto the
mind-set, specifically to:

e Explore perceived health risks and recognition of personal health risks and
the extent to which people recognize themselves being at risk of stroke.

e Explore awareness and recall of campaigns and messages related to
stroke and stroke awareness.

e Assess the campaign materials in terms of resonance and impact and
identify whether any messages need to be reinforced.

e Test an existing DVD, developed by a team at the University of Central
Lancashire with South Asian respondents.

Ultimately the research aimed to provide next step recommendations on how
to use the accumulated information to inform future work.

2. Methods of investigation

2.1 Defining target population

This research was commissioned to reach and research those more likely to
be at risk of stroke or at present when stroke occurs across the key BME
communities in the North West.

The target audiences therefore included:

e South Asian and Black African-Caribbean communities. South Asian
communities included mainly those of Indian, Pakistani and
Bangladeshi origin.

e Those 35 years and older with a significant portion of respondents
being older than 60.
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e Those from socio-economic groups C2, D and E. People from
disadvantaged backgrounds are known to experience health
inequalities and this fact influenced the decision to target people likely
to be from disadvantaged backgrounds.

Participants were drawn from across the NHS North West, particularly from
areas of high concentration of BME communities in Greater Manchester,
Merseyside and Lancashire.

2.2 Face-to-face survey

The survey set out to achieve minimum n=350 respondents. The target
sample was structured to target those more at risk of stroke as explained
above:

e In line with minority population sizes, the sample was split to target
minimum n=150 Black African Caribbean and n=200 South Asian
respondents.

¢ Respondents were 35 years and older.
¢ All respondents were from socio-economic groups C2, D or E.

¢ Non-interlocking fieldwork quotas were set on gender, age and region
to ensure enough data was captured for subgroup analysis.

Fieldwork was conducted in December 2009. Interviews were done as street
intercepts or through door-knocking in key locations across North West.

Research instruments (questionnaire with screening questions) can be found
in the Appendix.

2.3 Focus groups

A total of 6 focus groups (43 respondents in total) were held between 3rd to
7th December 2010 in Rochdale/Oldham, Blackburn and Liverpool at
locations easily accessible for respondents.

The South Asian groups were condudlted in r
interviewers and moderators involved in the quantitative and qualitative work

wer e research professionals who adhere to
(MRS) code of conduct.

The recruitment screener and discussion guide used can be found in the
Appendix.

3. Respondent characteristics

3.1 Face-to-face survey

The final survey sample achieved n=367 completed interviews. The sample
breakdown for key demographics was as follows.
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Table 1: Survey respondent characteristics

GENDER % INTERVIEW LOCATION %
Male 51 Cheshire 1
Female 50 Greater Manchester 56

Lancashire 27

SOCIAL CLASS % Merseyside 15
C2i Skilled manual 16 Cumbria 1
D1 Semi-skilled/ unskilled 41
E T Unemployed 43 ETHNICITY %

ASIAN/ASIAN BRITISH 59

AGE OF RESPONDENT % Indian 12
35-44 47 Pakistani 37
45-54 20 Bangladeshi 6
55+ 32 Other Asian background 4
LMY ENT o BLACK/BLACK BRITISH 41

- . Caribbean 25

Working full-time 33

. . Black 15

Working part-time 10
Unemployed 11
Retired 14
Not working (looking after 23

house/children)

Not working (health 7

disabled)

Student 1
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3.2 Focus Group Composition

Table 2: Focus group composition

Group
1.

30

Description

e Female, Pakistani/Bangladeshi.

e Aged 35 years and older (Y2 group were aged 60+).
e All C2DE.

e All had at least two lifestyle risk factors associated

with stroke eg smoking, drinking, overweight, poor
diet, lack of physical activity.

Male, Pakistani/Bangladeshi

Aged 35 years and older (%2 group were aged 60+).

All C2DE.

All had at least two lifestyle risk factors associated
with stroke eg smoking, drinking, overweight, poor
diet, lack of physical activity.

Female, Indian

Aged 35 years and older (%2 group were aged 60+).

All C2DE.

All had at least two lifestyle risk factors associated
with stroke eg smoking, drinking, overweight, poor
diet, lack of physical activity.

Male, Indian

Aged 35 years and older (%2 group were aged 60+).

All C2DE.

All had at least two lifestyle risk factors associated
with stroke eg smoking, drinking, overweight, poor
diet, lack of physical activity.

Female, Black African-Caribbean

Aged 35 years and older (%2 group were aged 60+).

All C2DE.

All had at least two lifestyle risk factors associated
with stroke eg smoking, drinking, overweight, poor
diet, lack of physical activity.

Male, Black African-Caribbean

Aged 35 years and older (2 group were aged 60+).

All C2DE.

All had at least two lifestyle risk factors associated
with stroke eg smoking, drinking, overweight, poor
diet, lack of physical activity.

Location
Rochdale/Oldham

Rochdale/Oldham

Blackburn

Blackburn

Liverpool

Liverpool

intelligence



4. A note on presentation and interpretation of data

Due to the fact that a sample, rather than the entire population, was
interviewed for the face-to-face survey, the percentage results in this report
are subject to sampling tolerances.

The tolerances that apply in this report are given in the table below:

Sampling interval applicable to percentages at or near
these levels (at the 95% confidence level)

10% or 90% 50%
+ +
Size of sample: 367 3.1 5.1

Intervals are also involved in the comparison of results between different
elements of the sample. A difference must be at least a certain size to be
statistically significant.

Significance testing at the 95% confidence level was carried out. This means

thatt, where findings are reported as O6signific
probability that the difference between the samples is by chance, and is

different from the main population.

All differences by subgroup (eg gender, age, ethnicity) reported in this
document are significant at 95% level unless otherwise stated.

Thi s calcul ati on asstuanielsd thrypotnlge stitse thtaw
population value is different (higher or lower) than the value observed in the
subset of the population interviewed.
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5. Results in Detail

5.1 Placing stroke within the context of severe health conditions

Key findings:

e Cancer (63%) and heart disease (51%) were clearly identified as the
leading causes of death and as conditions that people are most
worried about o6top of mindd (ie
specific issue).

e Whilst stroke is currently the second leading cause of death after
heart disease, only 11% identified stroke as the leading cause of
death, putting it on a par with perceptions of alcohol, smoking and
high blood pressure related deaths.

¢ While stroke was identified correctly as the leading cause of severe
disability (26%), a significant proportion (34 %) coul dnodt
suggesting that leading causes of disability are not well known.

e Furthermore, only a small minority (5%) mentioned stroke as a
specific health concern 6t o p owhereas athér@CVD conditions
such as diabetes were mentioned more frequently.

e Only older 55+ respondents and those with previous experience of
stroke were personally more concerned about the condition.

¢ Qualitative insight also indicated that South Asian respondents are
more likely to be concerned about CVD related conditions (including
stroke) due to high perceived prevalence of the conditions in the
community.

¢ In contrast, Black African-Caribbean respondents are more
concerned about cancers and str
risk before the topic is discussed in depth.

e The evidence overall suggests that within the context of serious
health conditions stroke is recognized as a serious condition upon
consideration butitoften6 st ruggl es® t o stand
other CVD related conditions and cancer.

O0Top of mindd health issues

A third (34%) of respondents were not personally concerned about any

particular illness or disease 6t o pmianfd 6 when a s lspedfic t o name
conditions they are worried about (Figure 1). While CVD conditions overall are

a cause for concern for many (35%), only 5% mentioned stroke specifically as

a concern without being prompted on the condition. Cancer is the leading non-

CVD condition respondents were most worried about.
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Figure 1: Which illnesses or general health issues concern you most
personally, if any? (Open end)

Base: All respondents 367

Any CVD (heart, diabetes, stroke)

High blood pressure/hypertension

Alzheimer's/dementia/memory loss

CONCERNED

Heartdisease
Cancer

Diabetes

Arthritis

Stroke

Smoking or related problems

NOT CONCERNED
DON'T KNOW

Responses 5% and above are shown

Significant differences by subgroups:

Stroke was more I|ikely to be a
(55+) respondents. They were also more likely to be concerned about
health issues overall, especially arthritis and high blood pressure
(6Concer -HBlesb®, 53+t57 2 %; O bl oo d-5p A386s 55
28 %; 6 ar-b5h5%i 35+: $2660; 3 6 st r56:18%, 55+:3%).

Those who have been affected by stroke mentioned the condition more
frequently (affected by stroke 9%, not affected by stroke 3%).

Black respondents were more likely to mention health concerns overall
with cancer and smoking related problems mentioned more frequently
(Go n c e rAsiendc %, Bl ack 71%; 6cancer
60smokingbé Asian 1 %; Bl ack 11%).

Leading causes of death

Stroke is the second most common cause of death in England after heart
disease and closely followed by all cancers.*® Cancer and heart disease were
clearly identified as the leading causes of death in England by the survey
respondents (Figure 2). 11% of respondents believed stroke to be a leading
cause of death, which is pretty much in parallel with perceptions of smoking,
alcohol and hypertension related deaths.

0 Stroke Statistics 2009, British Heart Foundation and the Stroke Association
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Figure 2: Which, if any, of the following do you believe to be the
leading causes of death among adults in England?

Cancer

Heartdisease

Smoking or related problems
Stroke

Alcohol or related problems

High blood pressure/hypertension
Accidents (eg car accidents)
Diabetes

Don't know %

0 10 20 30 40 50 60 70

Base: All respondents 367
Responses 5% and above are shown

Key differences by subgroup:
e While older (55+) respondents mentioned heart disease and high blood
pressure more frequently than younger (35-54) respondents, there was
no significant difference in their views on stroke ( 6 heart ddseasebd
46 %, 55+ 61 %,; Ohi g4 M 5b61b%presBuoledd 35
54 12%, 55+ 9%:).

e Those affected by stroke were more likely to mention this as a leading
cause of death. However, these respondents also mentioned several
othe r conditions more frequently (O6heart
6 1 %, not 4 4 %; 6smokingdéd affected by st
affected by stroke 17 %, not 7 %; O6stroke
7%; Oaccidents affected by stroke 14%,

e Black respondents were more likely to mention cancer, smoking and
alcohol related problems as leading causes of death. This reflects their
Otop of mi n @d may alsocreflear their general lifestyle
which, as discussed below, is more likely to include alcohol and
smoking than that of South Asian respondents. ( 6cancer 6 Asi an 5
Bl ack 71%; 6smokingbé Asian 9 %, Bl ack 17
15%).

e Diabetes is the only condition that Asian respondents were more likely
to mention than black respondents as a leading cause of death (Asian
6%, Black 2%).
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Leading causes of severe disability

Stroke has a greater disability impact than any other chronic disease in
England.** While a quarter identified stroke as the leading cause, 31% did not
want to hazard a guess signalling a greater uncertainty of the leading causes
of severe disability (Figure 3).

Figure 3: And which, if any, do you believe to be the leading
causes of severe disability?

Stroke

Accidents (eg car accidents)
Arthritis

Heart disease

Cancer

Parkinson's disease

Smoking / smoking-related problems
Alcohol / alcohal related problems
Diabetes

Don't know 0%

Base: All respondents 367 0 10 20 30 40 50 60 70
Responses 5% and above are shown

Key differences by subgroup:
¢ Mentions of stroke as a leading cause of disability were significantly
higher amongst older (55+) than younger (35-54) respondents (35-
54: 22%; 55+: 34%).

Qualitative insight into stroke within context of serious health issues

In terms of general health concerns, findings from the qualitative research
mirrored survey findings. The main health concerns brought up by participants
were heart disease, cancer, diabetes and high blood pressure as well as
stroke. Stroke stood out for those who had previous experience through family
or friends but appeared otherwise to be considered less of a risk in
comparison to other conditions.

The majority of Asian respondents in all groups were aware that there is a
high prevalence of stroke within the South Asian community in England. They
were concerned about stroke as something that could affect them personally
in the future and some had already been diagnosed with diabetes, high blood
pressure and being overweight. Most reported having a family history of heart

“1 Stroke Statistics 2009, British Heart Foundation and the Stroke Association
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disease and stroke and the general feeling, due to the high perceived
prevalence of the disease was that stroke could affect anyone in their
communities.

" My father had a stroke and died of heart attack. So even though | am
fine now | know | am at risk of having stroke because it runs in the
family." Indian, female, Blackburn.

" It can happen to anyone. It is so common these days."
Pakistani/Bangladeshi, female, Oldham.

In a similar vein, Black minority respondents were a lot more concerned about
cancer as most have had experiences of loved ones dying from cancer.
Smokers within the groups were very concerned about having cancer and
high blood pressure was also a big concern for many. Though black
respondents mentioned stroke as a health concern, when specifically

prompted, it was not a OThie ® in dinfe withithe d 6

survey findings.
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5.2 Awareness of stroke and symptoms of stroke

Key findings:

e A significant minority of survey respondents (17%) either did not
know or were uncertain about what a stroke is. However, focus
groups revealed that after consideration most are likely to be aware
that stroke iIs a lenlnaiimd that

e Survey and focus groups show that there is room for improvement in
recognising key symptoms of stroke as 22% of those aware of
stroke could not indicate any symptoms or warning and only 5%
were able to identify three key warning signs unaided.

¢ In addition, only 42% agreed that people are generally well aware of
the symptoms of stroke and near
what to do if someone was showing symptoms of stroke.

o &eakness/numbness of the face, arm or leg on one side of the
body6 was the key symptom identif
aware of stroke

e Black African-Caribbean survey respondents were more likely to
mention symptoms of stroke. This was not borne out in the focus
groups where most South Asian respondents knew someone who
had suffered a stroke and were therefore well aware of symptoms.

¢ Qualitative research also suggested that women are more confident
about discussing stroke and its symptoms. Men from all ethnic
backgrounds were more hesitant in describing what they know
about stroke and its symptoms.

Awareness of stroke

Those who did not mention stroke spontaneously as a health concern were
asked whether they had heard of the condition. Most had heard of, or were
aware of, stroke (Figure 4). However, 24% (or 17% of total sample) said they
are not sure or have not heard of stroke.

Figure 4: Have you heard of stroke before today?

17

Yes
= No \ e

Don't know

%

Base: All not mentioning stroke as leading cause of death/severe disability 254
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Key significant differences by subgroups:
e Those in the lowest social class E were least likely to say they are
aware of stroke (C2 88%, D 79%, E 69% or C2 92%, D 85%, E 79%
overall).

Amongst those who were aware of the condition, almost half knew a family
member, friend or colleague who has been affected by stroke (Figure 5).

Figure 5: Do you know anyone who has been affected by

stroke?
Yes
If 'Yes' (n=146)
mNo Myself 1%
52 == Family member 25%

Friend or colleague 23%

%

Base: All aware of stroke 306

Awareness of symptoms of stroke

Of those aware of stroke, around three quarters were able, unaided, to name
at least one of the correct warning signs (Table 3). Only 5% noted all three of
the correct signs and nearly a quarter (22%) could not name any symptoms or
warning signs.

Table 3: Symptoms of stroke

If aware of stroke (n=306), can you tell me what are the
symptoms or warning signs of someone having a stroke?

MENTION ANY SIGN 78%
MENTION AT LEAST ONE CORRECT SIGN 74%
- Weakness/numbness of the face, arm or leg on one side of 60%
the body 5%
- Difficulty speaking or understanding spoken language. 43% gle tr;]trigged
- Loss/blurring of vision 13%
Other 4%
DON6T KNOW ANY 22%

Base: All aware of stroke 306
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Key significant differences by subgroup:
e Black respondents were significantly more likely to mention correct
signs of stroke (Asian 69%, Black 81%).

Additional attitudinal statements show that whilst most (85%) agreed that
stroke is a medical emergency, 42% agreed that symptoms are not well
understood and almost half (47%) were not confident that they would know
what to do if someone showed signs of a stroke (Figure 6).

Figure 6: Please could you tell me how strongly you agree or disagree
with the following statements?

m Dk mDisagree strongly/slightly = Neither/nor = Agree strongly/slightly

Having a stroke is always a medical
7 85

emergency

People are generally well aware of symptoms
S e @

I am confident that | would know what to do if

someone showed signs of stroke _
Effects of having a stroke are well understood
by people in my community _ 13 39

Base: All aware of stroke 306 0] 20 40 60 80 100

Key differences by subgroup:
e Those from socio-economic group C2 were more likely to believe that
people are generally well aware of the symptoms of stroke than those
from other social groups ( 6 a wagyemmptfomdé C 54 %, D 37 %,

¢ Black minorities were significantly more confident that they would know
what to do if someone was having a stroke (Black 53% and Asian
35%).

Further qualitative findings

All Black and Asian respondents said they had heard about stroke when
specifically prompted on the issue but very few could describe what stroke is
or why it occurs, beyond thefactt hat it i s something that
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After some thought (and help from other group participants) most could
describe the key symptoms of stroke as paralysis, weakness/numbness of the
face, arm or leg on one side of the body.

While survey findings suggest that those from Black minorities are better able
to identify signs of stroke, Asian respondents in the groups were more likely to
know someone who had suffered a stroke and were therefore able to describe
signs with equal confidence. However, some Asian respondents
acknowledged that warning signs are not well understood in general in their
community.

" Many people don't know about the symptoms of stroke. They only
find out after they have had to face the problem. Some people don't
take any action because they don't recognise the symptoms and
don't know what the problem is.”

Pakistani/Bangladeshi, male, Oldham.

There were some differences, especially by gender, between groups:

e Some Asian men were unaware of the correct signs and were relatively
unaware of TIA/mini-st r ok e . They believe that
Pakistan males in particular.

e While Black people were less likely to report that they have had
experiences of stroke, but women appeared a lot more confident about
their knowledge of stroke symptoms than men.

" There are issues around how to detect mini stroke. The normal
symptoms aren't always evident. My father had mini stroke but we
only found out much later after proper investigation. | do believe it
depends on the severity of the condition."

Pakistani/Bangladeshi , male, Oldham.
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