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Policy background

Patients should become active partners epr =
In iImproving the safety, quality and
efficiency of health service delivery o Background Bret Patien

Empowermen t

Patients are increasingly recognised as
‘experts’ in their own illnesses and care,
able to usefully participate in recognising | RieLHFANRYY ¢

and averting errors, near misses and JO'PATIENT SA‘E-'ETY
'o.':" . =) e

adverse events 4

Increasing emphasis on patient choice, 4.8 7 3;.:\‘.
individual responsibility, shared decision- EEldanH fgr ™
making, partnership and agency Patient Safety
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Patients’ voices in management of acute illness:..:

Avoidable harm (and in some cases,
death) results from delays in

recognition, referral and -
management of severe illness U Vesmioamion | |

(NPSA 2007, NCEPOD 2005, 2012)

Many patients / partners raise alerts
which are not attended to (Sands
2012, Kirkup 2015, DoH 2013,
MBRACE 2015)

These adverse outcomes carry
potential for both short and long
term harm (Lobel & DelLuca 2007;
Furuta et al 2012)
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King’s patient safety research programme 2008
- 2012

Programme: funded by UK National Institute for Health Research

Focus on implementation of service and technological innovations in
healthcare and impact on quality of care and patient safety

Research priority identified at international level — to develop and test
safety solutions and actions from a theoretical base (Ovretveit 2007)

Project: Two year ethnographic study examining care of acutely ill
patients in medical and maternity settings

= 2 inner city acute hospital providers
= 270 hrs observation, staff interviews (79), document review
= patients’ (30) and relatives’ (11) interviews

One aim: to identify factors that influence patients’, families and staff’s
ability to contribute to the management of complications.
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Patient expertise e 4

“This lady earlier on in the day shift had said to one of the
nurses, ‘| don’'t know what’s wrong but | just don’t feel very
good, | just don't feel quite right.” They checked everything,
but she wasn’t scoring on the early warning chart. Then
[half an hour later] she started to get clammy and cold and
sweaty’ (Health care assistant)

One woman] woke up at 4 o'clock in the morning and said
to the midwife, ° | really feel unwell, | feel terrible’. The
midwife fortunately took her sensibly and put her on the
monitor, and there was this catastrophic terminal CTG and
the woman was very ill, and she just knew’ (Obstetrician)
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Complex systems and gaps in care

‘You get a ward card and there’s a help nhumber on it so you
ring the ward. The response is: ‘Well we can’t help you,
there’s no doctors on the ward.” [Daughter of Ellen]

‘They wanted to know why they should take me seriously. |
felt this in every interaction with them on the phone. | did not
feel like | was being eagerly listened to, | felt like | was trying
to break into a bank ... almost carry off a kind of heist.
[husband of Pauline]
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Key findings

* Most patients were informed
and engaged in self monitoring
and asked for help

« Patients’ confidence and ability
to contribute influenced by
nature of illness, age,
experience of health system,
models of care

« Patients’ concerns about
overloading the system,
upsetting staff and the potential
for consequential compromise
to care

« Variable response from staff

The role of patients and their relatives in ‘speaking
up’ about their own safety — a qualitative study of

acute illness

Helen Rainey M5c BSc(Homs) RN, * Kxthryn Ehrich PhD, MSc, BAlHan4. Nimla Mackintosh
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Women's safety alerts in maternity
care: is speaking up enough?
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Vulnerabilities

Some perceived attributes make it even harder to be
taken seriously

Ethnic minority backgrounds
Level of education

Stigma, ‘difficult patient status’ such as mental health or
substance abuse use,

Abllity to speak English

Being alone
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Evidence base of interventions to aid patient /

family involvement? Page 8
Involvement in escalation of care is
defined as Q) Gochrane

Cochrane Database of Systematic Reviews

* recognising signs and symptoms of
acute deterioration and seeking
p rOfeS S I on al h el p Interventions to increase patient and faniiy involvement in

escalation of care for acute life threa¥%gning illness in
community and hospital setting col)

* speaking up about concerns about
timeliness or appropriateness of care
received for acute deterioration
(diagnosis, treatment and
management)

Mackintosh NJ, Sandall J, Sevdalis N, Dwvis k= Wil on S, Easter A

Includes help seeking in community and
hospital settings

Mackintos' AJ, Sardall s, _ovdalls N, Davis RE, Wilson S, Easter A

Low and high resource countries
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Potential
changing power relations?

solutions — digital interventions for

Page 9

Will they increase
access and reduce
power differences?
Reduce inequalities?

Digital divides?

(acesed Jly 12, 2006).
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Digital medicine: empowering both patients and clinicians

See rempectves pue 749 When physicians and health-care professionals think of
afirst

many vital signs, other than blood pressure.** Physical

tools can connect 1o the phone and be
used for ear, eyes, throat, and lung interrogation. Such
data can be through or doud-

be that this
Medicine involves
and i its
This given reactions
lolmhglomyd(awmhmme—fhnm
medscal s by some 1o h

patients.

But fans of Star Trek will remember the tricorder,
a rectangular device with a detachable sensor probe
that could perform an extraordinary aray of rapid
and accurate medical While that was a

sci-fi television show in the 1960s that envisioned the
23rd century, we are approaching such capability now.
Smartphones paired with various wearable

based algorithms to give the patient an immediate
answer about their metrics before consulting a doctor.”
So this truly represents both digitisation and
of generating their own data—and having algorithms
and machine support 1o help interpret it. But this new
medicine Is still In its very early phase. Many more

sensors, chips
able to perform both routine and specialised lab tests,
or carbon nanotubes for analysis of breath and body

can now capture a sixlead electrocardiogram,
continuous glucose, and passively stream in real time

fluid, or P for DNA
and so much more are in the development and
regulatory queve.’ All of these hardware attachments
o smartphone and software apps require validation for
both accuracy and cinical use. But the medicalisation of
the smartphone is on an inevitable path forward.
The o of p abled mobile
is only one
ap«tdagumzdnm it also encompasses genomics,
information systems, wireless sensors, cloud cOmputing,
and machine leaming that can all be incorporated into
mnsyumolh«lhmngeml,wnmmrmt
world, pat;
Mulmmmmuawaay
since low-income and middie-income countries have
access 1o this low-cost, cutting edge technology. By
2020 it Is projected that about Mdlmm‘sm
will have
connectivity, nm:g:mrmuol‘nanumgmeem
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Solutions - joint

patient and family interventions?,

Early testing of team
training shows feasibility

Shared decision making
interventions targeting
patients and healthcare
professionals together
show more promise than
those targeting only one
or the other

The Empowered
Patient Coalition

SBAR COMMUNICATION TECHNIQUE
FOR PATIENTS & ADVOCATES

S ituation
1AM

(state your name).

1AM THE

Attorney) for

(relative, advocate, friend, Medical Power of

| AM CONCERNED ABOUT

B ackground

(state patient’s name).

THE PATIENT’S DIAGNOSIS IS

THE PATIENT’S PHYSICAL OR MENTAL LIMITATIONS ARE
(Examples: dementia, hearing loss, difficulty walking, unable to
communicate, language barriers)

THE PATIENT IS =
(Examples: on oxygen, receiving new medications, having procedures or
surgery, awaiting test results)

A

or is unknown at this time.

for g the adoption of shared decisi

P!
making by health professionals (

Légaré F, Stacey D, Turcotte S, Cossi M}, Kryworuchko J, Graham 1D, Lyddiaut A, Politi MC,
Thomsos

n R, Elwyn G, Donner-Banzhoff N

O

THE COCHRANE
COLLABORATION®

™ The Conurane Colld

The Cabane Ly

2004, e 9

[T S

The Joint Commission Journal on Quality and Patient Safety

Patient and Family Involvement

The You CAN Campaign: Teamwork Training for
Patients and Families in Ambulatory Oncology

Saui N. Weingart, M.D., Ph.D.; Brute Simicbowiry; Terry Kablert Eng, R.N., M.5.; Lanrinda Morway, ELM.;
Jurtin Spencer, MLRA.; Juya Zbw, R.N., M.S.; Christine Civary; Janes Korman-Parra; Kasbloen Horvazh

oden medical care sequices relsble commurscation
.\ /I 2nd seacless coordination among members of 3
sltipecilty beath case team Recopnizmg the

value of teamwoek in this envizonment, sevenl oganizations
bae sdapted techruger from svisbon, sack a1 Crew Resoaoe
Ausagement (CRA), snd huve deploged these approaches i
the operating 1o0m, ™ on the lbor 10 delivesy floog™ i the
intensive care vty snd in the emergeoc depastment™
Reseacchens have not vet demonsteated conchisrvele the effics.
e of this 3pprosch in mducing medical essors, but the com-
pellng face vakdity of these technuques—snd thex viderpresd.
sse  srusbon—bive accelerated thes demunation  bealth

Owing in pat 1o thes ocigins in the srplane cockyit, med
scal team trainang programs have focoed on teamwork bebir-
ion among wnall groaps of pactonen in clowed wodk
envisonments. Although the oaginal CRA methods in sriation
wece Eimited to the cockpit crew, CRA in that Seld hus evived
into 0 appeosch that now inchudes pilots, cabin czew, and even
passengers. Thes notion of n mehasive team is pasticolagy
appropaate to 1 medical
tabated i time and place aceot & wide aszay of health profes
soaals. In ambalitory cace in partcolas, pitients and ther
faemilies may play an mportant eole a3 well

‘With this perypective in mind, we 1ought t0 develop, ample-
ment, and evaluste 2 high-pecformance teaawok trining

Article-at-a-Glance
Background: Health case ogganizations huve begus to

imitative evolved itentively on the basis of seveal cote
team tramng concepts desrved from the research bteratore

the program evolved into 3 amltifaceted campaign that
included intecnal macketing, #taff training, s0d ooe-oa-0ne
patient outreach by 2 group of volusteens. The You CAN

ecvonment, (2) 1k questions of chvcans, 2nd (3) notfy
stff of afety coocemms.

Implementing Bhe Campaign: The Yo CAN campicgs war
conducted from Joly thaoagh Septembes 2007. To aseass ity
progeess, pateats e sarvered af basebne and dusng the
Campaign. On the basis of the surves cesalts, 32% (95%
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Potential solutions - continuity of care —

Women who received models of midwife-led continuity of care Midwife-led continuity models

#x more likely to be
attended at birth by
a known midwife

:

15% less likely to
have regional
analgesia

16% less likelg to
lose their baby

P |

24% less likely

to experience
pre-term birth

19% less likely to
lose their baby
before 24 weeks

16% less likely to
have an
episiotomy

versus other models of care for
childbearing women (Review)
Sandall et al 2016

 Mechanisms of action —
easier for women to raise
serious safety concerns
when they know midwives
and how to contact them?

« Women and families feel
safer?

« Coordination and care
navigation role acts as
safety net in complex
system?

I
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Potential solutions - Patient and family
Initiated rapid response

(:). Eq?iurégﬁgwt% “
Albutt et al _2016 S_ystem atic review S ——
 Few studies designed to establish change in your condition or that
clinical effectiveness of your loved one?
« Few studies defined what were the 8 Have you spoken to your nurse or
important Components of the doctor about this worrying change?
interventions ) Have your concemns been followed up?

W Are you still concerned?

e Communication faillure most common

reason used for activation Ask your nurse for a “clinical

« Activating a RRT appropriate or cost- review’ or dial XXX to call
effective method of resolving an emergency response P2
concerns that are non- life- team P

threatening?

We know that you know yourself or your
loved one best.

REACH out to us if you are worried.

Together we make a great team.
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Conclusions and questions

Patients and their partners do speak up in acute emergency situations.

Attention needs to be paid to how services are organised, in order to
facilitate listening and response by staff in safety-promoting ways.

Questions:

*\WWhat elements at system level are needed to enable staff
responsiveness to patient concerns? What are the barriers?

*Is patient involvement in acute settings a right or a burden?

*\WWhat potential digital interventions can aid self-surveillance and self-
diagnosis? How might they address power differences?
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Contact details Page 14

nicola.mackintosh@kcl.ac.uk

twitter@NicolaMackintos

Jane.sandall@kcl.ac.uk

twitter@SandallJane

http://www.kcl.ac.uk/lsm/research/divisions/wh/groups/
maternalhealth/index.aspx
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