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Chairman Bill Johnston
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Medical John Stradling
Advisor
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Co Editors Tim Healing
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Apn

St James Sl eep
Group (Leeds) 0845 463 2087

Ap

Wel sh Sl eep
01633 774087

Apni a

1. News

British Lung Foundation
raises awareness of OSA

To mark the British Lung
Foundation’s (BLF) annual
Breathe Easy Week 2011 in
June, a campaign was launched
to raise awareness of
obstructive sleep apnoea (OSA).

The campaign marked the
beginning of a long term project
to learn more about the

problems that patients with OSA
come up against. To help kick-
start this research, members of
the Breathe Easy support
groups around the country acted
as BLF investigators and took to
the streets to survey members
of the public about their sleeping
habits.

As snoring is a common
symptom of OSA, the BLF used
this social angle as a media
hook to raise awareness of the
campaign. The BLF conducted a
survey which found that over a
third (39%) of people sleep in
separate beds because of their
partner’s loud snoring. And, of
those sleeping in separate beds,
a third (33%) admitted to making

this 2 permapent arrangement,
sleeping apart all of the time.

ApnT aTheu survey talser fourd that

those who have a partner that
| snores heawly Iose an average

of 1.5 'hddrs of sleep per FFught
This amounts to nearly a whole
1menths ofp gleep t deprivation a
year.

Firfafly, €l ¥edicated webpage
has been developed on the BLF
website to allow people who

think they might be at risk of
|

OSA to take an online test at
www.lunguk.org/sleep. SATA is
supporting this initiative and
members of the Committee
were in discussions with the
BLF in the preparation for their
campaign.

Sl eep Apni a
blood flow to the heart

Researchers have suggested
that sleep apncea may affect the
blood vessels responsible for
supplying blood to the heart,
raising the risk of heart disease
in otherwise healthy people.

The University of Birmingham
study, (which was published in
Hypertension: the Journal of the
American Heart Association) is
the first to show blood vessel
abnormalities in otherwise
healthy people with OSA.
Previous studies have linked
blood vessel dysfunction to
cardiovascular disorders.

The researchers found that 26
weeks of continuous positive
airway pressure (CPAP)
treatment improved study
participants' blood supply and
function.

"The findings should change
how doctors treat patients with
obstructive sleep apnoea," said
lead researcher Gregory YH Lip,
MD, professor of cardiovascular
medicine at the University.

"Even apparently healthy
patients with sleep apnoea show
abnormalities of small and large
blood vessels, as well as
impaired blood supply to the
heart muscle and these can
improve with CPAP therapy," he
added.
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Survey of Members

In the study, the researchers
examined blood vessel function
in three different groups of 36
people for a total of 108
participants.

The first group had moderate or
severe obstructive sleep apncea
without hypertension, the
second group had hypertension
without obstructive sleep
apncea, and the third
comparison group had neither
hypertension nor obstructive
sleep apncea.

Researchers assessed blood
vessel function at the start of the
study and again after the sleep
apncea group received 26
weeks of CPAP therapy.

Driver Fatigue Monitor on sale
in Britain*

There is strong evidence that
inadequate sleep is responsible
for 20% of fatigue-related
driving accidents. A new
dashboard device and i-phone
app, just launched in the UK, is
designed to help address this
problem

The Anti Sleep Pilot
continuously calculates fatigue
level based on a personal risk
profile, (you complete a short
questionnaire), your tiredness
before the trip and data from
your driving that the machine
automatically registers via built-
in sensors. (A total of 26 factors
are used).

Built-in sensors do all the rest,
assessing driving time and
reaction speed with simple tests

to maintain alertness (the
machine alerts you, you then
touch it - the machine registers
your reaction time). The driver’s
tiredness level is indicated by
colour coded lights and sound
signals.

The device, which is also
available as an “i-Phone” app, is
already on sale in Denmark and
the US.

Troels Palshof, CEO and
founder of ASP Technology, the
manufacturer, stated that: “It's
clear that we have hit on a
problem which is found
throughout the world.”

“Driver fatigue causes too many
deaths in the UK and the
summer is when many families
find themselves making long
journeys as they go on holiday,”

“By launching the Anti Sleep
Pilot in the UK now, we hope
that we can help reduce this sad
figure and make motorists more
attentive to their tiredness
levels.”

The device is aimed at the long
distance driver and could
provide fleet managers with a
quick solution to driver fatigue
due to its retro-fit capability.
Some vehicle companies are
starting to provide technology
that addresses driver fatigue as
an optional fitment, but, just like
satellite navigation devices and
smart phones, the retro fit
capability of this new technology
and low cost may well prove
more convenient for customers,
especially professional drivers.

The Anti Sleep Pilot is available
for £129.95 or £12.99 for the “i-
Phone” app with reduced rates
available for business users.

See the device and a video
demonstration on
www.antisleeppilot.com.

[Remember that such machines
are no substitute for getting a
proper diagnosis of OSA and
being on a proper treatment
programme! Eds]

2. Survey of Members - main
responses

The Committee thank the 392
members who responded to the
survey, either by returning the
written questionnaire (313) or by
responding on line (79).

This represents 60% of the
membership, an excellent result
which allows us to utilise the
results and helps us to prioritise
the work of SATA and its
Committee.

Detailed results with charts will
be published on the website and
here are the main responses
with some action points

Question 1: Do you want
SATA to continue as a patient
support organisation?

An overwhelming 98% of
respondents want SATA to
continue.

Question 2: Please rank
SATA’s main activities

All activities listed were

* Please note that mention of any product or service or the activities of commercial companies in articles published in Sleep Matters
does not imply endorsement of these items by SATA.
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considered as relevant and the
ranking was as follows:

1. Public Representation is
considered as the highest
priority by those patients who
responded and action is
already being taken to
reinforce this aspect.

2. The newsletter is considered
very important and again,
there are changes coming to
make it even more interesting
and informative.

3. The website performs an
important external function
that is to some extent in the
“Public Representation “ area
with a consistently high
number of visits every month
at an average of 2,750.

4. SATAday conference ranked
fourth and for some is their
SATA highlight. We do
understand that it is not
accessible to all members
and we will try to make it
more inclusive using
improved communications in
the future.

5. Research continues to be an
important activity and we plan
to make all members more
aware of SATA’s research
funding activities through the
newsletter.

6. The telephone helpline
ranked in 6th place which is
understandable in that it is
the first line of contact for non
SATA members, so less

likely to be used by the
current diagnosed and
treated membership.

Question 3: Would you be
willing to provide assistance?

23 members said they would be
willing to provide help and you
can see from the growth in the
Committee that we are already
putting some of the offers into
practice.

Question 4: Would you be
willing to pay a little more in
order for SATA to pay for

help?

85% were in favour of paying an
increase in fees and 12% were
against. This has already been
implemented and to date, no
objections have been received
about the membership fee
increase. There are also many
additional comments about the

excellent work of the
Committee.
Question 5: Would you be

prepared to receive Sleep
Matters by email?

76% of you would be happy to
receive the Newsletter by email.
This is difficult for the
Committee as we are always
aware that some members do
not have access to computers
and email. So we will continue

Email addresses needed!

As reported above, the Survey of Members indicated that a majority
of those who replied wanted to receive Sleep Matters via email.

If you would like this service we will need your email address.
Please email your name, address and your email address together

with a request to send Sleep Matters by email to:
sata.admin@tiscali.co.uk

to print Sleep Matters, and use
the next newsletter to initiate the
process of transferring those of
you from the posting list who
want to receive it by email in
future, as we will need your
email address.

3. Survey of Primary Care
Trusts

During 2010, the Committee
started to receive information
from equipment providers and
from contacts within other
organisations that the number of
people being diagnosed with
OSA in the UK had levelled off,
and appeared to be far below

the levels of diagnosis and
treatment in other European
countries, despite the NICE

process in March 2008.

Indeed, if we quote the British
Lung Foundation’s recent
publicity it is estimated that in
the UK around 4% of adult men
and 2% of women have OSA.
That is over one million people!
The estimate is that there are
approximately 200,000
diagnosed with OSA and being
treated with CPAP.

As the data available are not as
precise as we would like, the
Committee discussed
contacting all the Primary Care
Trusts (PCTs) and Strategic
Health Authorities (SHAs) in
England and Wales with a
freedom of information request
to answer the following
questions about activities in the
each of the years 2008, 2009
and 2010:

 The numbers of sleep
studies they commissioned
1 Who provided most of the
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Humidification and CPAP - Guide for Patients

sleep studies

T How many CPAP
prescriptions were issued

1 Who mostly provides CPAP
equipment to patients with a
diagnosis of OSAS

So far we have had responses
from only 64 of the 126 PCTs
and 8 of the 12 SHAs, to which
we sent requests for
information, which is quite
disappointing, especially given
the variation in quality and
content of the replies.

Only 28 PCTs (22% of the total)
provided hard data on
commissioned sleep studies.
Less than 10% provided hard
data on CPAP prescriptions. In
many cases we were referred to
the secondary care provider, i.e.
the local hospital within the PCT
with a sleep unit.

Next Steps

45 PCTs have ignored the
request completely and a further
14 have acknowledged the
request and undertaken to
respond within the 20 working
day statutory requirement, but
have failed to do so.

The Committee is now in the
process of contacting those
PCTs which have not replied or
have failed to meet the
requirements of the FOI act and
may consider a name and
shame at the SATAday
conference in October.

For those which have referred
us to the local service provider
we will be contacting them.

Our intention will be to present
the results at SATAday and,

depending on the conclusions,
publicise them to the media,
both locally and nationally.

Graham Hill
Committee Member

4. Humidification and
CPAP - Guide for

Patients

Having recently completed an
audit looking at compliance by
163 patients using nasal CPAP
from the Oxford Sleep unit, one
of the conclusions is that
patients are not using ‘heated
humidification’ properly.

40% of patients from this unit
are using humidifiers and 30%
of their responses identified
problems with getting the
temperature set correctly and
still  experiencing adverse
symptoms.

9% admitted to not fully
understanding how to correctly
use their humidifiers, which
gives good reason to look at this
identified weak area regarding
patient education both verbal &
written. Therefore, in response
to this outcome, the following
patient guide has been
prepared.

What is a heated humidifier?

A heated humidifier is
essentially a heated chamber
containing water with inlets and
outlets for airflow. The heater
warms the water producing
water vapour, which is added to
the air from the CPAP machine
as it passes over the water in
the chamber, and is delivered to
the patient via the CPAP hose

and mask. Some companies
have integrated humidifier units,
built into the CPAP machine,
and others have a ‘bolt-on’
version so the humidifier can be

added and removed as
required.

Who needs a heated
humidifier?

A heated humidifier can be
useful for those patients
suffering from adverse
symptoms associated with

CPAP usage i.e. ‘hay fever like’
symptoms, runny nose (rhinitis),
blocked nose / nasal
congestion, asthmatic /
hypersensitive allergic patients,
and a particularly dry throat in
the morning. These tend to be
caused by excessive drying of
the lining of the nose and throat
overnight.

What type of water?

Ideally you should use distilled
(or demineralised) water (such
as you put in steam irons or car
batteries). Alternatively you can
use filtered water or cooled
boiled tap water — basically the
purer the water, the less lime
scale accumulates, reducing the
need for de-scaling.

Caring for the humidifier:

All  humidifiers come with
individual manufacturer’s
instructions. However, caring for
the machines is very straight
forward.

The unit and chamber must be
kept clean and the water must
not be allowed to become stale.
In the morning, discard the
water in the chamber, allow the
chamber to ‘air dry’ and refill
again at night.

Summer Edition 2011
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DO NOT SIMPLY TOP UP
WATER LEVELS.

A weekly clean of the outside of
the unit with a damp cloth &
washing-up liquid should be
sufficient.

De-scaling:

If the chamber becomes ‘scaled
up’ with lime it should be
soaked in a mixture of 1 part
white vinegar & 9 parts water. If
this is done regularly, minimal
lime scale will accumulate. If
scale does build up, then a
proprietary lime scale remover
(such as Kilrock or Viakal) will
be required, but please ensure
the chamber is thoroughly
rinsed out with tap water after
descaling by this means prior to
use.

Potential problems :

Rain-out — This is excessive
moisture accumulated in the
mask and/or long hose, causing
‘gurgling’ noises and discomfort
from wetness on the face which
can trickle down in to the
mouth, causing disturbance
from sleep. The reason for this
is temperature related.

Too wet or too dry — You will
need to experiment with what
suits you based on the season
and your sleeping habits
(window open or closed?) and
also on the rate of airflow
through your machine.

Humidity levels in the UK are
lowest in the summer and
highest in the winter and so you
will tend to need more
humidification in the summer if
you keep the window open at
night—turn up the heat on the
humidifier!

However the conditions in your
house can affect the humidity.
Central heating tends to dry out
the air and you will need to turn
up the heat on the humidifier.

If there is ‘excessive’ moisture
in the mask or tubing, the
temperature of the humidifier
needs to be reduced.
Conversely, if the patient is still
‘dry’ and there is virtually no
condensation in the tubing, the
temperature needs to be
increased.

Inadvertent spillage of water
into the CPAP_machine — This
is a very common problem
which generates considerable
and unnecessary costs to the
NHS (in terms of staff), and
hassle to patients.

Please remove the water
chamber & discard the water
BEFORE moving the machine
around.

Debbie Smith
Oxford Sleep Service Sister

5. Become a SATA

Media Member

SATA is working with other
organisations to raise the
awareness of OSA by
increasing media interest. In
fact we are now getting
requests from these
organisations to provide a
number of members who are
willing to either attend media
conferences or be interviewed
about their experiences. The
local aspect is also becoming
increasingly popular and
relevant.

We have contacted those who
responded to the excellent work
of former Committee member,
Terry Gaskin, whose request at
2006 SATAday and the first
edition of Sleep Matters in 2007
yielded an excellent response
and some have agreed to
continue.

However, we need many more
to get the sort of geographic
coverage to provide a
comprehensive response and
spread the news of SATA’s
activities. If you are willing to be
interviewed by telephone, in
person, or on video camera,
please send your details to
sata.admin@tiscali.co.uk.

We need your email to contain
two paragraphs.

Para 1: outline what your life
was like before you were
diagnosed and treated for OSA.
Para 2: outline what life is like
since your successful
treatment.

Please also tell us which media
you are willing to meet
telephone interview; personal
interview, local radio/TV live or
recorded on video camera, or
all of them.

Only your first name will be on
the list of case studies that will
be sent to these other
organisations and media, so
you cannot be identified by
anyone other than the SATA
Committee.

If the media wish to interview
someone in your area or
choose your story from our
Case Histories, then we still do
not disclose your name or
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CPAP Compliance. ResMed letter

address. We will contact you
with the details of their request
and if you are willing to go
ahead will put you in touch with
the local reporter, interviewer or
TV producer’s team.

SATA would then move into the
background unless you request
our support.

If SATA runs a campaign, as
we may well do with the results
of the Primary Care Trust
survey, which will be of major
interest to the media, we alert
all our media members and
help them to try and get
coverage in the local media
whilst the story is topical.

As is normal in this editorial
style of coverage, fees are not
paid, but quite often a return
taxi is provided by the media
but it will be up to you to
negotiate that matter.

Our thanks go to all those who
did volunteer, to those who can
continue and we look forward to
hearing from new SATA 'Media
Members' to swell the numbers
and help make SATA’s voice
both louder and more available.

Chris Rogers
Press & Publicity

The aims of the audit were to
identify which patients going
onto CPAP would do well, or
not so well, and how this would
make it possible to identify
patients needing more help. In
addition the unit wanted to
know if there were any
predictive factors that lead
patients to stop CPAP, and how
this data can be used to
improve compliance.

Despite the high efficacy of
CPAP in reversing repetitive
upper airway collapse and
associated daytime sleepiness
in OSA, treatment is limited by
variable adherence to therapy.
When good adherence is
defined as more than four hours
of nightly use, previous studies
have shown that between 46%
and 83% of patients with OSA
are non-adherent to CPAP, but
no single factor has been
consistently identified as being
predictive of adherence.

163 patients participated in the
audit, 39% females, and 61%
males. The main results
showed that the majority of
patients in this sample from the
Oxford Sleep Unit were very
satisfied with the service they
receive, which is reflected in the
excellent adherence data, with

6. Improving Compliance with
CPAP

patients averaging 6.3 hours
per night, for 6.6 nights per
week.

At the last SATAday, Debbie
Smith, the ‘Oxford Sleep and

Ventil ati on S
presented the results of an
audit looking at ‘improving

compliance with CPAP’, which
she successfully completed as
part of her MSc in Health Care
Practice.

Despite
information,

this, patient
both written and

studies and manufacturers’
investment, to date, there is still
no ‘perfect’ mask that fits every
patient’s needs.

Of all the demographic
variables analysed, only the
severity of sleep apnoea was
found to have statistical
significance and therefore
considered to be a predictor of
CPAP adherence. Perhaps it is
not surprising that worse sleep
apnoea ultimately determines
how much perceived benefit
there is from the CPAP
treatment. However, although
the only significant predictor of
CPAP compliance was found to
be the severity of the patient’s
sleep apnoea (as also found in
previous studies), CPAP
adherence is a multi-factoral
phenomenon, and this single
predictor should not be used on
its own to predict who will
comply best with CPAP
treatment.

It will be necessary to study in

greater detail the claimed
benefits of special machine
features, humidifiers, extra

training aids and different ways
of training before we make
major changes to the way the
unit currently runs.

7.  SATA supports ResMed

letter writing campaign

With the aim of encouraging
GPs to refer more patients
displaying symptoms of sleep

e/arbal,i haséb@en idebtifiesl asearapnoea for treatment, ResMed

weak area
regarding masks and
humidification. Mask issues
were identified as the most
commented on and problematic
area, but despite numerous

particularly

is launching a letter writing
campaign for patients currently
being successfully treated.

SATA has agreed to support
this campaign by asking you,
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the Members,
diagnosed as sufferers of sleep
apncea, that if you were

satisfied with the treatment that
you received as a result of being
referred by your GP, you write a
simple letter of thanks. The
letter would thank your doctor
for referring you and highlight
the positive impact that
treatment has had on your
condition and your life.

With this approach, we all hope
that GPs will feel rewarded for
going the extra mile and
motivated to take action next
time they see a patient with
similar symptoms; they might
also tell their colleagues about
this experience, thus motivating

more primary health care
providers to do the same.
A draft copy of a letter is

detailed below and please feel
free to change it in any way you
wish. If you could send a copy
to SATA Admin by post or
email, then that would help us to
provide ResMed with some idea
of the response we are initiating.

Dear [Dr name]

You referred me to a sleep
specialist as a result of an
appointment we had on [month/
year of appointment]. | wanted
to thank you as | have since
been diagnosed with sleep
apnoea.

My treatment is going well; |
have a continuous positive
airway pressure machine and
mask that | use at night to keep
my airways open and as a result
my sleep and quality of life have
improved. | no longer have the
symptoms previously
experienced.

treated, as | understand that
while 2-4 % o f t he
population has sleep apnoea,
fewer than 10% of these are
currently receiving treatment. |
feel Il 1T ke I dm o
so | thought hearing that your
referral made a difference would
be welcome news.

My diagnosis and subsequent
treatment has made a big
difference to my quality of life
and | have you to thank for this.

Yours sincerely
[name]

We will keep you informed of
the response in the next edition

of Sleep Matters
8. SATA funding for
research

already | feel fortunate to have been So a group of 60 such patients

are being randomised to either
th& Oistensavel udragram, or
standard care, and followed for
6 months.

mhe pronkry dulcame lisuweighy
loss and, hopefully therefore, no
longer a requirement for CPAP.
The 60 subjects have already
been recruited and entered the
study, and follow up will finish
by December 2011.

SATA has part-funded this study
(£15,000) and we are looking
forward to the results being
available in early 2012. If it
demonstrates clear benefit, then
the data will be used to
influence the future funding of
such programmes within the
NHS.

SATA has recently funded some
research in Sheffield. This is a
joint project between the Sleep
Unit at the Hallamshire Hospital
(Steve Bianchi) and the Centre
for Exercise and Sport Medicine
at Sheffield Hallam University
(Garry Tew).

The purpose of this study is to
establish if a 12 week intensive
program of exercise, advice on
diet and other lifestyle issues,
and Dbehaviour change
counselling, can all help
overweight patients already on
CPAP for OSA. The idea is that
once patients are safely
established on CPAP they may
be better able to tackle these
issues successfully. However
such programs are expensive
and it needs to be shown that
they are cost effective before
being introduced more widely.

Note from the Editors

We have changed the look of
Sleep Matters to allow for im-
proved coverage of this growing
area of medical and societal
concern and to respond to
those who would like to receive
an email copy. Moving from
four to three columns gives
Sleep Matters a more up to
date feel and makes it easier to
read.

As this newsletter is produced
for you, the Members, we are
always happy to receive ideas
and suggestions to make it
more interesting and informa-
tive. This should be done via
SATA admin.

There is now an editorial team,
with Chris Rogers becoming co-
editor with Tim Healing, which
will help to ensure that publica-
tion takes place regularly.
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