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T

he major theme of this year's report is the importance
of the intangible part of our work, which is our care,
support and visits to patients. Whilst many donors like
to give to provide tangible pieces of medical equipment, the
provision of equipment is only half the story of the work we
do. If we don't have funding for care and support for the
work we undertake, much of our medical equipment would
simply remain on the shelf. Largely due to the fantastic
fundraising from one of our parents (LSFB), extra funding via
a legacy, those who give grants to us from Trusts and the
continued generosity of those companies and individuals
who make regular donations, this year we were able to
undertake a more comprehensive visiting programme taking
in all points of the compass - North, South, East and West
visiting patients, carers, surgeries, hospitals and also
thanking many of those who raise funds for us.
Our first trip in mid-May 2017 Caring
followed for
byallmany
other
the Family
took us North to Teesside and then destinations
including
crossing the border into Scotland Dunfermline, Glenrothes, Perth,
first visiting the capital, Edinburgh, Pitlochry, Inverness, Dundee,
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Arbroath, Montrose, Stirling,
Glasgow and on our return South
Dumfries. Much of June saw us at
the other end of the country on

A mere handful of the Hospitals, Surgeries and
Healthcare Centres we visited during this financial year

our second trip, this time to the
West Country, starting in Swindon,
continuing
to
Blandford,
Dorchester, Weymouth, Hinton St
George, Exeter, Saltash, Torquay,
Plymouth, Barnstable, WestonSuper-Mare and Bristol. Next, our
July journeys took us to Spalding
and Lincolnshire. Initially it was an
emergency call to provide a
respiration monitor to a baby who
was born premature with some
complex conditions which also led
to him to suffer severe apnoea
attacks - stopping breathing. As we
had
previously
supplied
respiration monitors to a good
number of babies referred to us
from the neonatal unit of Boston
Hospital in the Lincoln area,
including Grimsby, Skegness and
Boston this was the ideal time to
catch up with many of those too.
Eastbourne and the south-coast
towns of Brighton, Portsmouth,

Petersfield and Southampton in
the counties of Sussex and
Hampshire were our next ports of
call - Southampton being an
emergency call which turned into
two, again to provide respiration
monitors for two babies suffering
severe apnoea. In October we
visited
Cumbria,
Liverpool,
Manchester and Bradford. One of
the last of our visits was in January
2018 when we attended the
funeral of one of our patients - a
young lady called Faith (see later
comment).
So, what did we achieve you
may ask? Well, a great deal as you
can see.
Patients - Numerous patients
and carers were visited over the
course of our travels where we
could ascertain that the medical
equipment provided was in good
2

working order and remained
appropriate for their condition.
With respiration monitors it is
essential that they are kept in
good working order and fitted on
baby properly to achieve its aim,
and to keep baby safe. It is quite
often the case that the medical
staff at the hospital do not
necessarily know how to attach
sensors to baby, with our wealth
of experience of using monitors in
the home environment we can
advise parents and carers of the
best practice. Sensor pads are
needed on a monthly (sometimes
oftener) basis, micropore tape and
spare batteries kept to hand.
With nebulisers in some
circumstances it was realised that
clearly the patient needed either
new equipment or yet another
piece of equipment to allow them
the freedom to get out and lead a
more 'normal' life - new to the

NARA helps patients of all ages suffering respiratory conditions

market, hand held portable
nebulisers
complimented
equipment already given. In some
cases, educating patients in the
ways of cleaning their equipment
to prolong the life of it, and to
ensure they have it working in
tip-top condition at all times.
Basic minor servicing and
providing new drivelines, filters
and medicine chambers was also
carried out.
Speaking to patients on a oneto-one basis allows us to
understand the extent of their
illnesses and condition and the
restrictions both puts on their
day-to-day life. It also gives both
sides an opportunity of putting a
face to a name and allows a
certain confidence in each other.
Although there are regular
telephone
conversations,
exchanges on social media and via
the website, by far the best form
of communication is face-to-face.
This came to the fore on one
particular trip when a patient had
been involved in a domestic
dispute with their parents.
Unbelievably, the young patient,
who had moved out of the family
home had lost access to their
necessary medical equipment

supplied by NARA and contact
details of our charity. During the
time the patient had been without
a nebuliser they'd had to visit their
Doctor's surgery twice, sometimes
three times a day to use the
surgeries' equipment. We'd lost
contact with the family some
months previously, so it was only
whilst we were in the area and
through our own 'detective' work
found the patient and eventually
able to provide replacement
equipment. If providing this young
patient with equipment was the
only objective we'd have achieved
in that week of visits the cost of

the trip would have been well
spent.
Inspirational patient - A
noteworthy and rewarding visit
was to a concert given by the
'Beach Boyz' a tribute band to the
original 1960s Californian band
who attained international acclaim
over many years. The lead singer
of the band, Tommy, has been a
patient of ours since he was a
young twelve-year-old lad and has
remained a patient ever since. It
was good to find that singing and
dancing on stage has been a
necessary part of his exercise
routine to keep his respiratory

Tommy and other members of the ‘Beach Boyz’ with Kary and Ann Jiggle
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problems at bay, allowing him to
breathe and allowing him to lead
an almost 'normal' life. His ability
to continue to chase his dream of
being a performer, despite of his
condition should be an inspiration
to many. It’s a question of trying
to defeat the vagaries of illness
rather than submitting to them.
Obviously, there are those who
have steeper hurdles to overcome
and larger life limiting challenges.
It was also good too to visit
Tommy’s
ninety-year-old
grandmother, who we'd been in
contact with for many years. She'd
played a major part in bringing him
up and dealing with the
respiratory issues that had
plagued him from an early age.
Fundraisers and donors Visiting those who had taken time
to raise funds on our behalf was

another success.
It was
confirmation that the organisation
based several hundreds of miles
away deeply appreciated all the
hard work and effort they had put
into the various fund-raising
events they'd held, or an
appreciation of them choosing
NARA as a recipient of their grant,
or funding. Again, it puts faces to
names and increases the
understanding of NARA's work and
achievements in their area, it also
inspires confidence for them to
continue their activities on NARA's
behalf. During our visits we were
able to meet those involved in a
big event last year, ‘The Little Stars
Fund-raising Ball’.
More
significantly we were able to meet
Constance, a little girl we’d helped
when she was a tiny baby and
suffered apnoeic episodes. It was

Sincere thanks to all who raise funds and make donations to NARA’s work
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a good time for us to see how
Constance had progressed into a
healthy little girl. Very sadly, just
a few months after our visit,
Constance’s’ grand-mother who
first contacted NARA for help with
her grand-daughter passed away
following an illness – it was a
bitter-sweet time for NARA.
During the course of this
financial year we have visited
many Masonic, Rotary, Lions and
similar clubs giving talks to them
about the work we do. We also
visited a number of organisations
who give donations from their
workers’ charity funds, or those
who administer charitable grants.
One prominent fund-raising
venture we were able to attend,
along with several our patients
was held at the NEC Classic Motor

The Sporting Bears event at the NEC Classic Motor Show offered an opportunity for patients and their families
to ride in some classic cars and for their Dream Rides initiative to raise funds for NARA and other charities

Show and involved the Sporting
Bears. Some of the children and
parents were given free rides in
some exception road and racing
cars. In turn, the Sporting Bears
charged members of the public for
that privilege. The joint venture
amassed well over £5,000 and was
a tremendous lift, both as a
financial gain and to lift the spirits
of those patients and carers who
attended.
Surgeries - We visited a good
number of surgeries delivering
equipment for use in surgeries as
part of our local community
scheme.
Standard
mains
nebulisers are left with surgeries
so that they can be utilised both
there and to give a patient as soon

as they are identified as needing
medication administered by
nebulisation. Once these patients
are given the 'temporary'
equipment then the surgery
contacts the NARA office so a
more efficient and where needed,
specialised machinery relevant to
their condition can be sourced and
provided. Upon delivery of that
equipment the 'temporary'
equipment is returned to the
surgery for further use. Of course,
the machine is also handily placed
to be used as an emergency should
any machines in the area break
down. NARA provides spare
consumable packs to prevent any
cross-infection. It's a tried and
tested scheme, which so far works
very well - especially in those areas
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where professional medical staff
are conversant with and fully
understand the system. Again,
with turn-over of staff it's good to
refresh them with the intricacies
of the system.
Hospitals - With the withdrawal
of the Graseby MR10, it was good
to talk to staff of many SCBU's in
hospitals we regularly get referrals
from to understand what new
equipment may be available to
replace the machine when it finally
becomes obsolete in June 2019.
Whilst there are many machines
available on the market, having
something that is deemed
'medical equipment', where the
manufacturers have 'jumped
through the many accreditation

NARA helps those who require end of life care, be it in a hospice or at home

and quality control hoops' to be
officially certified. NARA has
identified a couple of possibilities
and some hospitals have taken on
a
replacement,
but
the
practicalities of NARA being able
to use these has cause for concern,
so our quest continues.
However, NARA are trialling a
new more sophisticated piece of
equipment alongside the MR10,
aimed at babies and children
suffering apnoea due to more
complex conditions, which to date
have very good results.
Talking to nurses and
healthcare professionals in Special
Care Baby Units was also very
profitable in our understanding of
the many complex conditions newborn babies present - especially

those who are born many weeks
premature, almost to the point
where the foetus can be aborted 24 weeks. Indeed, we have many
remarkable stories of tiny babies
who have survived against all odd
and expectations.
Hospices - At the other end of
the scale of life we have got to deal
with those who suffer life limiting
conditions.
Their days are
numbered, and they want to
spend what little time they have
left with their loved ones, family
and friends and, if possible, in their
own home rather than on a
hospital ward. Unfortunately,
these patients who are allowed
home 'to make memories' are not
always as old as you may expect.
Some are only a few months old,

others in their teens or early 20s.
Of course, whilst our life
expectancy is three score years
and ten, there are many
exceptions either way. We work
with many hospices to give
medical equipment as part of end
of life care to those patients who
are able to spend their last days in
the bosom of their family. We
were able to deliver equipment to
some of these hospices and
identify others who desperately
need our help. We’ve also linked
up with the Christie Hospital in
Manchester to assist with a
number of their terminal cancer
cases too.
New venture - Cumbria was a
particularly new enterprise for
NARA, delivering 12 nebulisers to
12 Nebulisers were given to
Cumbria Health on Call
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the NHS to call on for basic
equipment
for
respiratory
patients, it's refreshing to know
just how much our very small
charity contributes.
It is also quite remarkable to
understand just how many lives
NARA touches within the course
of a 12month period via face to
face communication, telephone
contact and our social media sites
- it runs into almost 10,000. It is
very satisfying too to understand
how many sufferers have had their
lives enhanced by NARA's
intervention by the provision of
medical equipment in the home,
their quality of life improved, their
ability to continue education,
work, play and do many of those
things we so often take for
granted.
A big thank you’ from Cumbria Health on Call (Choc)

Cumbria Health on Call to equip
each of their 4x4 all-terrain
emergency vehicles with a
nebuliser. The nebulisers were 12
of the more powerful nebulisers
we normally use for patients, but
as these will be used on a daily
basis, these were necessary. Many
of the half a million head of
population of Cumbria live in
isolated areas that can be cut off
in a matter of hours due to
adverse weather conditions be it
rain, wind or snow. Having
equipment on board significantly
helps deal with emergency
situations for those who suffer
respiratory conditions. Like the
equipment we have in surgeries
any
long-term
respiratory
conditions can be assisted by
permanent loan of equipment.
NARA's work is usually helping
individual patients, it was good to
learn that so many, in fact, a whole
county would benefit due to
NARA.
That help was truly

appreciated by CHoC as can be
seen by their letter of thanks.
The above is a very much a
précis description of the work
achieved during the financial year,
above and beyond that of the
'normal' day to day work NARA
undertakes. Regular patient visits
were made to those who live more
local to NARA's Northampton base
including
Buckinghamshire,
Oxfordshire, Coventry and the
West Midlands, Bedfordshire,
Norfolk, Suffolk, Essex and
particularly Cambridgeshire where
we
work
closely
with
Addenbrookes Hospital and the
Cambridge, Norfolk and Suffolk
Respiratory Teams - a similar
rapport to that we have with the
James Paget head and neck
department. Over many years
NARA has become the 'one stop'
charity for many NHS departments
to call on.
With the everdecreasing budgets available for
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This year one of our patients,
Faith, a young lady, living alone,
who
suffered
debilitating
respiratory problems and was
visited on a very regular basis by
members of NARA's Community
Care team, sadly died in difficult
circumstances.
Although her
problems were many and very
acute, we were all shocked at her
Very sadly, during this year,
our young patient Faith passed away

passing. Nevertheless, we will
always be aware of the significant
part NARA played in her life
allowing her to occasionally lead a
more normal life and escape from
the four walls that, in the main,
confined her. Following her death
family and friends made significant
donations to NARA by way of a
'thank you' for the small part we
played in Faith's life. It is due to
kind donations like these that
allows us to purchase more
equipment and continue our work.
Accounts - Looking at the years
accounts its easy to see the
difference the legacy, thanks to
the estate of the late Peggy
Brearley made, not only to our
‘top line’ figure, but to the extra
work we were able to take on. The
extra work, as described above,
also increased our management

and administration cost by just
over £4,000 on the norm, but that
extra cost has been of tremendous
value to our patients, carers and
fund-raisers. We were also able to
spend much more on medical
equipment this year replacing out
dated machinery for new. Today,
although we find some of the
equipment a little cheaper than
previously, it has to be realised
that it is of a more single use
nature due to the fact that it is
now almost impossible to get
equipment serviced – its more
‘throw away’ after use. This is also
why our fixed assets have
remained static as we’ve disposed
of as much equipment as we’ve
purchased. All in all, the Trustees
are happy that we have made the
best of the monies available, and
as NARA moves forward into its’
35th year, as usual, every effort will

Kary Anne Jiggle
NARA’s new Trustee
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be made to make the most of the
generous gifts and support the
public afford us.
Finally, Kary Jiggle, one of the
babies whose need for a
respiration monitor and became
an integral part of the formation
of NARA has become a Trustee of
NARA. In her 35years she has
worked closely as a volunteer with
the charity and seen it grow over
the years. Having gained an
Honours Degree, established
herself in work for Nationwide
Building Society and enjoying her
hobbies - photography and motor
racing - she now feels the time is
right to undertake a more
responsible role within NARA – we
are all grateful and thank her for
her contribution to charity over
the past years and wish her good
luck in her new position.
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