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A European patient perspective on severe asthma




¢ On a bad day I feel like I'm

drowning and I can’t reach the
surface of the water and I am
going to burst, yet a tiny, tiny bit
of air keeps me alive. It’s very
scary - I feel like I'm living with
a time bomb and if I have a bad

attack I say to myself:

Is this the one that will kill me? 7
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6People with asthma merit >

significant attention from s

health services. We live with _ '
" the heartache of social, health
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and political isolation 22
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Nntroauction

‘Asthma, that's something kids get, isn't it? Makes them wheeze a bit but they grow

out of it.” The reality of asthma is far from popular misconceptions. Few such common,
chronic conditions can be so misunderstood. Asthma affects 32 million people across
Europe, mostly adults, and the number has doubled over the last decade. One in six of
them live with severe, debilitating symptoms, although treatments to alleviate these are
improving. Asthma kills more than 12,000 people a year in Western Europe alone. That’s
at least one person every hour, yet 90% of these deaths could be prevented. What is

going wrong?

to make breathmg easier, an

' T would Like chlldren with

gsthma to 0 grow upg tao» have a

Soledad Alonso Mostaza




severe asthma symptoms

In

—UIOPE —the scale of the problem

An estimated 32 million people in Europe are affected by asthma, six million of them

with severe symptoms. Of these six million, one in five live in constant fear that the next
suffocating attack will be their last. Because of huge differences in the ways that countries
collect data on national mortality and hospital admissions, and the lack of data on the
impact of interventions such as healthcare and the environment, the effects of this

debilitating condition are often hidden or ignored.

Figure 01: Prevalence of an asthma attack in past 12 months
in 20-44 year olds. Selected European countries.
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Figure 02: Hospital admissions for asthma,
ages 0-14. Selected European countries.
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Figure 03: Deaths attributed to asthma.
Selected European countries, ages 15-44.
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~ ‘o Q: In the last year, how frequently has your asthma disturbed your sleep?
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Genoveva Villar \ : - 7 - Wheezing attacks — Europe

Q: In the last year, how often have you had an attack of wheezing

‘I don’t have a partner, because
who would want to put up with me
coughing all night and bringing up
phlegm?’ [UK]



Speech-limiting attacks — Europe

‘Before an exam | often had more attacks. It was an extra
source of stress, but | managed to cope.’ [France]

‘I had to finish my studies in a rush — | had steroid injections
and three attacks a week when | was taking exams’

‘When | worked in day care | had colleagues who smoked and
who didn’t want to open a window to clear the air because
they thought it was too cold’ [Sweden]

‘They know that once or twice a month | won’t come in because
I'll have had a bad attack in the morning’ [France]

‘It affects your concentration — medication makes me drowsy
and makes my heart go strange’ [Spain]

“Try putting a straw in your mouth and [Germany]
breathe through it - that’s what asthma ‘People think you are silly just because you cannot take PE Has asthma got in the way of...?
‘When it happens | can’t walk or talk is like’ [Sweden] classes; | have been hearing that all my life... They always
easily. | feel like I'm drowning’ [UK] assumed you were lazy’ [Sweden] .h 6%
9%
3%
4%
4%
5%
|- -
16%
4%
9%
10%
9%
[ o

‘Iwas a chef for 15 years and cooking fumes made it impossible
to breathe, so | had to change jobs and become a janitor’
[Sweden]

22%
7%
9%
15%
14%

‘ . . . . _ 16%
| used to work in a paint factory and had to quit the job a3
because of my asthma’ [Spain] 15%

22%
‘ . . . . . 20%
| used to do secretarial work and experienced difficulties using o
photocopier materials which triggered coughing’ [Germany]

. . . T T T 1
Achieving international treatment goals — Europe 0% 10% 20% 30% 0%
. -UK - Sweden - Spain
42% _ 34% - 15% -I 8% I - Germany - France - All Countries
T T T 1
0% 25% 50% 50% 100%

Il - Have achieved this - Are close to this Il -Notvery closetothis Ml - Not at all close to this - Dont know
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Ihe patients’ experience

T E U FO p @ continued

Isolating factors

More than one in three (38%) say that fear of an attack curtails
their social life, preventing them going out with friends or even
having holidays. A picnic in the country can expose them to
unavoidable triggers. Worse still, there is the entirely man-made
hazard of exposure to cigarette smoke. The sad thing is that better
management of their asthma could help many of these people
cope in these situations

‘You have to stop doing all kinds of things. | used to love the
smell of hay or horses but | can’t do that any more’ [Sweden]

‘I cannot spend the whole night in a bar, | have to keep popping
outside. Most places you go to have smokers and many places
have very small no-smoking areas, or people just don’t care
and smoke next to you’ [Spain]

Even keeping pets becomes an impossibility. This may seem like
a trivial matter but for half our participants it is yet another way that
their asthma leaves them feeling isolated.

Almost seven in ten (69%) of our participants say that their asthma
prevents them taking part in sport or other physical activities. This
need not be the case. While it is true that exertion can trigger an
asthma attack, using the right medicines can normally help to
prevent this.

There are those who believe that exercise can actually reduce
asthma symptoms, though this has yet to be proven. What we do
know is that exercise does have well-documented physical, social
and psychological benefits, and a recent review of research found
‘the overwhelming majority of studies demonstrated the capacity
for asthmatic subjects to exercise safely and significantly improve
their cardiovascular fitness and quality of life”.”

The critical issue is quality of life. Exclusion from exercise marks
another avenue of social interaction closed down by asthma.

‘I can’t do activities like swimming or going to the gym. Also |
used to like dancing a lot, but these all became too difficult to
do’ [Germany]

Has asthma got in the way of...?

81%
7%

Q@\ T T T T T 1
0% 20% 40% 60% 80% 100%

. - UK . - Sweden . - Spain

[ -Germany | -France [ - All Countries

Some participants make compromises to have at least some kind
of active life.

‘I know that exercise triggers my asthma so | would be tempted
not to do anything. But | try not to let it stop me. | dance and
when | dance a lot | take precautions and bring my inhaler with
me’ [France]

‘I still do sports but have reduced it. | used to climb mountains,
now it is more hill walking’ [Germany]

My asthma, my treatment and me

Most patients with long-term conditions develop a complex
relationship with their medication. Their understanding, experience
and aspirations for their medicines can be strikingly different from
those of their practitioners. Asthma is no exception.

Reliever inhalers are highly valued for the immediate ‘rescue’ they
provided, though many participants question the efficacy of the
delivery device, with strong and contradictory opinions expressed
in the various groups

‘Quick relief, feeling better, no more anxiety, being able to
breathe normally again’ [Germany]

‘Inhalers have to be used properly and sometimes | wonder
if I have taken it properly. | can’t see anything and it is not
reassuring’ [France]

Because taking preventative medication has no immediately
visible result, some are sceptical about its benefits. Many are
wary of possible or actual side effects, such as weight gain,
osteoporosis and diabetes. Asked (at the request of the French
patients’ organisation) how much they worried about possible side
effects, on a scale of 1to 10, 11% of French participants gave a
score of 10 out of 10, and 50% gave a score of 7 or more.

‘I wanted to ask if it was normal to sit and shake after taking
the medicine’ [Sweden]

‘It’s like a choice between two evils. If | take [the medication] |
get the shakes and if | don’t | can’t breathe’ [Sweden]

When it came to discussing the goals of treatment, many
participants describe very positive and collaborative relationships
with their health practitioner.

‘l have a discussion with the pulmonologist. He prescribes in a
way that matches my expectations and modifies the treatment
according to the benefit | receive’ [France]

‘My doctor always asks me how I’'m getting on and takes notes.
He compares my monitor results with the previous ones and,
depending on how I’'m doing, will give me appropriate advice’
[Germany]

But that experience is far from universal.

“I don’t feel | have any influence over treatment. They just
listen to my breathing and tell me what to take’ [Sweden]

‘l just see my GP for five to ten minutes and go for repeat
prescriptions every three months’ [France]

How strongly you agree or disagree that
“My asthma doctor/practice nurse....”

(On a scale of 1 - 10, where 1 = disagree strongly
and 10 = agree strongly)
(Mean Scores)

M -uk [ -sweden [ -Spain

. - Germany . - France . - All Countries

My asthma, my future

Expectations of treatment outcomes vary greatly between
countries, with conspicuous optimism in Spain and pessimism
in Germany and Sweden. This may reflect changes in the
state’s involvement in the management of long-term conditions
more than any medical advances. Most people hope that
treatments will improve in the future but there seems to be a
general scepticism that asthma care will keep up with these
advances. People’s expectations for the future also seem to be
dampened by a feeling of powerlessness over the control of
their asthma.

Overall, although there seem to be reduced expectations of
achieving the goals of ‘few or no asthma episodes’ and ‘no
long-term symptoms’, the combined totals of those expecting
to achieve or be close to achieving the goal remains much
the same.

Very few or no asthma episodes

- 0% - 8%
32%

100% =
. - Not at all close to this

75% 1 - Not very close to this

50% =1 Are close to this

Have achieved this

25% =

Now In five years
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Ine patient’s experience

— national difterences

Patients’ experiences, treatment and expectations can differ
hugely between countries.

France

The situation here seems pessimistic. Few of our participants
report achieving international treatment goals — only 1% manage
with “little or no” use of reliever medicines (compared with 10%
across Europe); they use emergency services more than most,
and are less likely to be free of asthma episodes. Annual reviews
are far from the norm, and generally they seem gloomy about their
prospects. There seems little expectation that either their health
or their care will improve over the next five years, without more

investment in treatment research.

Spain

Despite reporting more episodes than average, Spanish
respondents report fewer restrictions on daily life than average,
and their expectations for the future far exceed the rest of Europe.
Almost one in three (29%) expect to have few or no long-term
symptoms within five years, although only 8% currently achieve
that goal. Seven out of ten are confident that their healthcare
system will be significantly better within five years, and even
more (79%) expect that asthma medication will improve over that
period. Their main complaint is difficulty of access to specialist

medical care.

Germany

Germany’s record on achieving international goals for asthma
care could be considerably better. Only 3% of German participants
report “little or no use” of reliever medicines; only 7% (half the
European average) say they are free of asthma symptoms; and
only one in four currently achieve the goal of no emergency visits,
the lowest score of the five countries studied. Worse, although
many (48%) are already receiving annual reviews, almost one in
four expect that their healthcare service will actually deteriorate
over the next five years. This is the highest level of pessimism in

the study and twice the European average.

Sweden

Sweden has some of the best treatment outcomes in the five
countries surveyed and although one in three Swedish participants
think their asthma has affected their career (as opposed to an
average of one in five across Europe), they are generally optimistic
about the future. Two in three expect to achieve, or be close to
achieving, the goal of no long-term symptoms within the next
five years; almost half (45%) think that by then they will have few
restrictions in their daily activities; and four in five think they will be
at least close to achieving the goal of no emergency visits. AlImost
half of those interviewed (45%) expect to be better served in their
national healthcare systems in future. Free prescriptions are the

most important asthma policy issue for them.

The UK

Few British participants expect their asthma to improve
significantly over the next five years, and many who do not
currently need emergency care envisage needing it in the
future. The majority (88%) are confident that new, more effective
treatments would improve their symptoms, although they are
more sceptical about the possibility of improvements in National
Healthcare Services (NHS) asthma care. Three in four say that
easier access to an asthma specialist would improve their care,
and two out of three would like more input into how their asthma

is managed.
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Appenaix

Appendix 2-3

% Asthma and COPD patients must be better
informed about their illness. Due to the health
reform in Germany, specialists are under
constant time pressures and this limits the
amount of information they can provide to
a patient. It took me over 20 years to accept

and effectively manage my asthma 22
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