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New care
project can

save NHS
millions

Rhona McLeod on
how to solve the _

problem of 2\
bed blocking ‘1-{5_

elayed discharg-
es from hospital
costthe NHSin

Scotland £114 million in 2013-
14. According to the latest sta-
tistics, more than three quar-
ters of delayed discharge cas-
esare for health and social
carereasons. These can
include thelack of a suitable
placein a community setting,
the patient having to waitin
hospital to have their social
care needs assessed or delays
in putting appropriate care
arrangementsin place.

The practical effect of these
delays on the NHS is a signifi-
cantdrain onresourcesanda
shortage of beds. For the indi-
vidual, it means remaining
stuckin hospital for days or
weeks longer than necessary.

TrustHousing Association
hasbeen exploring poten-
tial solutions. In particular,
we have a growing number
of Housing with Care (HwC)
developments which enable
elderly tenants to continue
living independently while
receiving anything from
under five hours to more
than 25 hours of personal
care each week.

The HwC model could offer
an affordable solution to
long-term delayed discharges
from Scottish hospitals. Over
athree-year period, a study
found more than 50 tenant
admissions to acute hospi-
tals thatwould have been
required had the tenantbeen
living in mainstream housing
were avoided as a result of liv-
inginan HwC development.

HwCcould bea cheaper
solution thanresidential care
forlocal authorities, par-
ticularly for older people on
lower incomes in receipt of
substantial levels of personal
care on a weekly basis.

Innovative solutions such
asHwChavearoletoplayin
improving the integration of
health and social care while
delivering improved out-
comes for the individual and
big savings for the NHS.
RhonaMcLeod, Chief Executive
Trust Housing Association
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Trudy is part of our happy and tulfilling family

hen I learned of the
new Non-Invasive Pre-
Natal test(NIPT),Ihad

already given birth to our daughter,
Trudy, one of the 750 babies born
each year with Down’s Syndrome in
the UK.

My initial reaction was that this
testwas good because it was non-
invasive. Parents would be ata
much lower risk of miscarriage if
they wanted to know for certain
whether their child would be born
with a serious chromosomal condi-
tion.

However, the more I considered
the implications of this test, the
moreIrealised that, with nine out
of 10 people terminating a baby with
Down’s Syndrome, this was not nec-
essarily screening for, but screen-
ingout.

The NIPT is based on a mater-
nal blood test. Itanalyses genetic
fragments of the foetus presentin
maternal blood during pregnan-
cyand itcanbe carried out from 10
weeks of pregnancy.

Atpresent, the NIPT isnotavail-
able on the NHS in Scotland butis
available privately. However, itis
already possible to read statements
such as: “Itisnow possible to use
NIPT to detect Down Syndrome”
and that “NIPT detects more than
98 out of 100 babies with Down syn-
drome’” (NHS Rapid Project 2016).

Iknow that the majority in Scot-
land believes in choice, thatevery
parent hasaright to choose wheth-
er they continue a pregnancy before
24 weeks butIam not sure that peo-
ple are aware they can choose to
terminate up until birth if thereisa
substantial risk that the child would
suffer from serious physical or men-
tal abnormalities.

A child with a genetic disorder
such as Down’s Syndrome could be
terminated rightup until birth.

The mostimportant thing to con-
sider here is the notion of ‘choice’,
and [ question what those choices
are based on, with so much negative

Marathon
men and
women help
to run hospice

Amateur athletes
care about raising money,
writes Jon Heggie

Bringing up a child with Down'’s
Syndrome, one must consider
the notion of ‘choice’, says
Lauren Eliott Lockhart

information coming our way. When
Trudy’s diagnosis was confirmed,
we were given a manual of all the
associated health risks, of which
thereare many.

Inever received this for our son
who does not have a genetic disor-
derbutisatrisk of disease, impair-
ment or mental health conditions
justbecause these are the risks we
alllive with.

I'think thatifThad been given such
amanual with an antenatal diag-
nosis of Down’s Syndrome, I would
have been very fearful of the future.
Itseems that too much informa-
tion can sometimes be a bad thing
and that we need to be very careful
about how this information is being
presented.

Tam glad thatscience is advancing
and, without this progress, Trudy
would not have survived the first
week. Thereisverylittle thatcan
make you appreciate life, regard-
less of how it manifestsitself, than
the prospect of losing it. But science
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“lam glad that science
isadvancingand,
without this progress,
Trudy would not have
survived thefirst
week”

LAURENELIOTTLOCKHART

he Edinburgh Marathon
Festival isalmost here
and people across the

city will be getting their outfits
ready, fuelling up and making

their last-minute preparations,
whether they are taking on the full
marathon, the half marathon, 10k,
5k or the marathon relay. Taking
partin these events is special for the
runners, as well as the city and the
spectators—being there as people
take those first steps at the start of
the event, along the route around
our beautiful city, and finally across
the finish line accompanied by the
cheers of their loved ones.

People take partin the Edinburgh
Marathon Festival because they
want to take on a challenge, because
they love running or because they
want to do something amazing to

seems to believe that they are allevi-
ating the ‘burden of disability’, that
they are making humankind better
by giving us the option to eradicate
the abnormalities. People cannotbe
cured of genetic disorders, so why
notscreen them out?

Attherisk of extrapolating, we
could be eradicating any condition
that we can now prenatally screen
for, such asleukaemia whichisa
form of blood cancer. This may
not be the explicit objective of this
projectbutI cannothelp butwon-
der whether the implications have
been properly considered.

Who is making the decisions
aboutscreening for Down’s Syn-
drome? Are theyin a position to
judge the quality of life for a person
ora family of a person with a genet-
icdisorder? The evidence, qualita-
tive and anecdotal, seems to suggest
that families live happy and fulfill-
inglives. We certainly do.

Trudy has an extra 21st chromo-
somein every cell, but thatisall we
know. Like so many people with dis-
abilities, she cannotbe reduced to
her condition or negative assump-
tionsaboutwhatshe can and can-
notdo. Shelikes, she dislikes, she
wants, sherejects.

We have been told from numerous
reports that she has global develop-
mentdelay and low muscle tone,
butyou should see her splashing
in the water! She gets tired, but she
never tires of talking! I fear that the
objective of this projectis not to bet-
ter equip parents for the future but
to give them the option of avoiding
it,and all at the expense of a poten-
tially wonderful and inspiring life.

Theselives are one of the threads

supporta cause close to their hearts
—forsome peopleit’sall three.
AtStColumba’s Hospice we are
always honoured when people
choose to run for us. Whether
someone is running their first 5k,
their first full marathon or they
areaseasoned marathon runner -
every step and every penny raised is
hard-earned and we are incredibly
grateful for their support.
Thisyear,19 friends from Lochend
Boxing Club have put themselves
into teams to take partin the
marathon relay. The friends chose
to support us because many of them
have loved ones who have been
supported by the hospice. When
the hospice cares for a person with
aterminal illness, we also support
that person’s friends and family too.
Dawn, whoistaking partin the

of human diversity and are pre-
cious, regardless of how they proc-
ess the world.

More needs to be done about the
impactof this test on families living
with Down’s Syndrome and other
geneticdisorders, and of the future

marathon relay with her friends
from the boxing club, said: “Thadn’t
realised how much St Columba’s
Hospice does for people. Itecently
found out thatitis great for sorting
out pain medication. A close family
friend has terminal cancer and he
couldn’'tgethis medication right,
wassickandinalotof pain. He

was admitted to the hospice for
afew days and they took him off
everything and then started it from
scratch again—he wasa changed
man!Iknow he will notget better
buttolookathim, youwould never
know heis terminally ill.

“Iam in awe of the counselling
thatis offered and understand that
counselling can help people close to
the patient, notonly to understand
the treatment better, but also what
may happen in the future.

of this small population who bring
somuch joy to people’s lives.

Mrs Lauren Eliott Lockhart is a
languages teacher working with chil-
drenwithdisabilities and aguest writ-
er for the Scottish Council on Human
Bioethics.

Partof the challenge with events
like the marathonrelay is fitting
training runs into your everyday
life, but doing it with friends can
make that easier. Dawn said: “I
am so chuffed to be running with
my gym buddies to support the
hospice. We all have differentlevels
of abilities, from being able to do
half marathons to being brand new
torunning. Everyoneis up foritand
looking forward to getting involved.

“It can sometimes be difficult to
fitin the training forarace, soas
well as going to Lochend Boxing
Clubssfitness classes we are running
before the fitness classes, before
work, or squeezing itinto our
weekends. No one wants toleteach
other, or St Columba’s Hospice,
down.”

One of Dawn’s gym buddies is

/N Trudy Eliott Lockhart was born
with Down’s Syndrome but likes to
talk, likes to make a splash in water
and gives her family joy

Dianne, who will also be running in
ateam in the marathonrelay. The
team’s spirithas brought people
together and will carry each person
over the finish line. “Lochend
Boxing Clubisasmall clubwitha
team of huge hearts, everyone who
attends the clubis more than happy
togetinvolved in events thatinvolve
great causes like supporting the
hospice. St Columba’s Hospiceis a
greatcause and itreaches so many
hearts, everyone has a story to tell of
afamily member or friend who has
spent weeks or days in the hospice
and been truly looked after. That
iswhatreaches the hearts of their
family and friends and inspires
them torun in the marathon relay.”

Aspeople take to the streets with
justtheir feetand minds to get them
to the finish line we encourage

Scottish Council on

Human Bioethics

you to getout there, support
them, give them a cheer, make
adonation to their cause, and
help to make this the best ever
Edinburgh Marathon Festival
for the runners, the cityand

the many charities being
supported.

Jon Heggie, Director Fundraising,
St Columba’s Hospice

St Columba’s
Hospice
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