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Historical background frames
importance and benefits of

attendina conference

SASA'’s Conference and Annual General Meeting
takes place this year at a particularly attractive
and historical venue~Linlithgow. It is the birth-
place, on December 8, 1542 of the ill-fated Mary,
Queen of Scots, who was subsequently
imprisoned by Queen Elizabeth and eventually
executed on February 8, 1587, having been found
guilty of plotting to assassinate the English
monarch.

But apart from giving everyone who wants to be
at our association’s conference and annual
general meeting a strong sense of history, the
Linlithgow event has an up-to-date and highly
informative role to play in increasing the
knowledge of those who suffer from OSA about
their condition and the treatment of it.

It is possible anyone who has never been to one
of our conferences could be under the
impression that, having been diagnosed with
Obstructive Sleep Apnoea (OSA) it can be
assumed that once they have been introduced to
CPAP (Constant Positive Airway Pressure)
therapy that is the end of the story.

But having been given a mask and a machine is
only the start of a journey that will see many
significant developments in the treatment of their
condition.

For example, there are a number of alternatives
to CPAP. Not every sufferer is aware APAP, SPAP
and VPAP, which are therapies that successfully
apply variables which are more suitable to
people’s special needs in terms of their treatment.
(See Page 3 for Kath Hope’s experiences as an
example.)

In addition, Scottish Association for Sleep
Apnoea offers its members assistance in dealing
with problems they may have been experiencing.

This is particularly helpful in relation to problems
with mask fit, e.g. leaks, pressure point sores,
etc. These are something almost all of us en-
counter at some time. There is therefore a lot to
be gained by attending the conference and listen-
ing to some the country’s top clinicians, and
indeed asking them questions, and meeting
members of the SASA team.

It is extremely important for SASA to get
feedback from members. This feedback is
the chance members have of influencing the
direction the Association is to take in its bid
to further the interests of all patients,
whether through funding research projects
or lobbying Government or N.H.S. officials to
get the service they provide improved.

The Conference will also feature a
summary of all the progressive
developments the Committee has overseen
this year, notably the advances in the
capability and effectiveness of the SASA
website ~ 1285 views to date, with much
interest from countries around globe.

There will also be updates on the progress
of research projects to which the
Association has contributed financially.

SASA is joining forces with SATA (Sleep Apnoea
Trust ) to raise awareness of sleep apnoea and
the possible devastating consequences of
leaving it untreated. We know that many people
are still unaware they have the condition, or do
not realise the potential consequences of not
seeking treatment. GPs hold the key to
increasing diagnosis levels.

So, together our two organisations have pro-
duced a new leaflet for GPs which we will be
taking to Royal College of General Practitioners’
Annual Conference, being held in Glasgow at
the SECC from 1-3rd October.

Lesley Bagnall from SASA and Chris Rogers
from SATA will be manning a stand and hoping
to get the message across to the many
delegates attending from across the UK.

New helpline - 0800 025 3500

SASA is also jointly funding a new freephone
helpline with SATA. Maintaining good links and
working together can only be of benefit to our
two organisations and our members.



Never give up, even if
things are not going well

FOLLOWING MY recent investigations
in the Lane Fox Unit of Guy's and

St Thomas'Hospital, London, | have
agreed to have my story  published

in the OhopeO it may help others
struggling to cope with what | have
been facing over a considerable
amount of time, writes Kath Hope.

The shock outcome of my recent investi-

gations in the Lane Fox U~nit was to be
labelled as a 'CPAP FAILUREO,

Never give up if you feel things aren't
going as well as they should be.

It's taken me 10 years and my journey is
still ongoing......

The good news is that my third sleep
clinic have come to my rescue (Dr's
Nicholas Hart and Joerg Steier) and they
have now decided | need to change machines
again...this time to VPAP. It is not known
whether | have any neuromuscular issues
causing my problems yet, but we do know

| was retaining carbon

which is ironic (and quite
funny really), bearing in
mind I've spent years per
suading and supporting oth

dioxide and having oxygen
desaturations (hence the
diagnosis | got last time

of  Onon-obesity  hypo-

ers to use their machines,
and I've tried to play
down my own struggles, in
the ‘'hope' of encouraging
others, and am always
genuinely pleased to hear of
peopleOs successful therapy.

Do bear in mind that my
'CPAP Failure' is no reflec
tion on me, as | have always
been 100% compliant, and it
wasn't a total failure, as
without my CPAP therapy over
the past 10 vyears things
would have been even worse -
just one bad night of
therapy proved this to me!
(Who knows....perhaps with
out therapy | wouldn't even
be here to share this).

| am never the 'norm' and
have been a challenge for
several sleep medics over
the years. Losing weight
caused my severe sleep apnoea to be even
worse; if | have alcohol my AHI actually
improves~APAP has always needed to blow at
maximum pressures; | tried a mandibular
device and ended up with a dental cyst ~ and
the thing didn't even help me anyway. The
list goes on. But all these issues have
helped me have genuine empathy with my
fellow sleep apnoea sufferers, and why |
continue to encourage others who still have
sleep apnoea symptoms,despite good CPAP use.

ventilation®), which is

why | need the ventilator
instead of CPAP.

| have a very small air
way at the back of my
throat (my tonsils dis-
appeared on their own when
| was a child, which Dr
Hart pointed out was
\ probably nature's way of
i saving me) and my soft
palate is huge and floppy.
| also have nasal issues
(despite two lots  of
surgery on my turbinates)
and both the soft palate
and nasal issues together
mean | wasn't able to
exhale through my nose~
hence nasa masks with chin

for me.

I've only been on the
VPAP for a short time so
it's early days, but | have OhopeO and
trust in my current sleep team.

However, as | said earlier, | wanted to
share this to encourage others to keep up
with their existing therapy, even for
those not feeling the full benefits~even
half-decent therapy is better than no
therapy at all.

Without CPAP | wouldn't have been able
to achieve all that | have in the past
10 years!

straps, are not an option



1122 NHS Signs pointing to more
4 children’s OSA cases

OBSTRUCTIVE SLEEP APNOEA in children is an increasingly

Tired of 'm w common medical problem, and is associated with many compli-

cations, including metabolic, cardiovascular, and neurocognitive
M“M&oﬁ:ﬂ.m changes.
The prevalence of OSA in children has not been precisely
Am Am determined since the diagnostic criteria have not been firmly
.M .w established, but may be increasing in association with the rise in
Day childhood obesity.
mmm Inverness V2 3PP Estimates of the prevalence of OSA in children range from one
8th October 2015 Sam - § pm to four percent.
Studies of OSA in children reveal special features of the dis-
CPAP - Masks - Comfort Products ease. For example, snoring is a very common sign, particularly in
children ages 2-8. Nasal obstruction, tonsillar hypertrophy,
m 'M'h m obesity, cranio-facial abnormalities, bed-wetting, daytime
Practical Tipl for |mp'°v‘n' Sleep mouth breathing, daytime somnolence or hyper-activity are all

common features.

In the treatment of OSA in children, removing tonsils and
adenoids are generally considered the first-line treatment if
clinically appropriate.

Other modalities—often used in combination—successfully
alleviate residual OSA in children: = continuous positive airway
pressure (CPAP), = nasal corticosteroid sprays and sprays,
= weight loss programmes.

All roads leading
to Inveness

ABOVE ARE the final details of Wendy
Douglas's Sleep Clinic's Support + Aware-
ness Day at Inverness. Inverness Castle

Kath Hope, of Hope 2Sleep, will be there,
too, taking along some CPAP Products,
as well as offering Wendy's Sleep Team

CONTACTS
support.
Carolanne Murphy, who is the clinic's SASA Secretary _esley Bagnall
Expert Patient. will be there. Tel: 07513 198543 email: taysidesasa@gmail.com
She also has a wealth of knowledge SASA Minutes Secretary - Bm Irvine
about children’s sleep issues~ having Tel: 01294 214236 email: tomirvine@f2s.com
three children with sleep apnoea, her
husband d of P p. CPAP SASA Newsletter Editor -Murray Phillips
hus 5}? » and or course using Tel: 07786 955564 email: murrayjphillips@gmail.com
erself.

SASA Website Administrator -Kathy Curran

Please share news of this event to reach Tel: 07796564609. email: kathy@wideopenspace.co.uk

all those who as yet are unaware they're
struggling through life with undiagnosed
sleep apnoea.
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