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v'Ageing populations

v'Sustainable financing of healthcare

v"Wide variation in clinical practice Longer working lives

_ _ | v Greater productivity
v'Emphasis on practical experience v'Reduced disability claims
v Significant public health problem  vBetter educational outcomes

v'Reduced social exclusions



* Patients with Chronic Conditions continue to
increase in numbers

 HCS cannot continue to focus on disease rather
than the person — necessary steps include:

nvolvement of patients to:
Adhere to treatment

Make behavioural changes

SO

Self-management

IAPO’s work on PCH focuses on the Rationale
that:

PCH becomes entrenched in the minds of those

working in HC and accepted in the same way as
evidence-based care
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Declaration on Patient-Centred Healthcare
Patlent-centred healthcare Is the way to a falr and cost-effective healthcare system
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1. Respect
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1. Cholce and smpowarment
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3. Patient Involement In health policy
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4. Access and support
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5. Information
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Definitions...

* 'Acollaborative effort consisting of patients, patients' families,

friends, the doctors and other health professionals...achieved * Coordination and integration of care;

through a comprehensive system of patient education where * Information, communication and education; Shared

patients and the health care professionals collaborate as a decision-making and support for self-care;

team, share knowledge and work toward the common goals of *  Physical comfort;

optimum healing and recovery. ' (Grin, 1994). * Emotional support and alleviation of fear and anxiety;
* 'Heath care that is closely congruent with and responsive to Involvement of family and friends;

patients' wants, needs, and preferences.’ (Laine & Davidoff, » Continuity of care and smooth transition across service

1996). boundaries.

* 'Placing patients at the centre of the system of care and
developing good services that revolve around them' (Mallett,

1996). "patient-centred healthcare is, 'An approach to care that

consciously adopts a patient's perspective. This perspective can
_ g be characterized around dimensions such as respect for
* Informing and involving patients, eliciting and respecting their patients' values, preferences, and expressed needs in regard to

preferences; A i , ! :
: _ , ey coordination and integration of care, information,
* Responding quickly, effectively and safely to patients' needs and e . . .
sy communication and education, physical comfort, emotional
[

* Ensuring that patients are treated in a dignified and supportive s P ort and quwah ik Df f ear and ﬂm‘:‘t Er}ff involvement of
manner; | family and friends, transition and continuity.” (USAID, 1999)

-
“Dellvering well coordinated and integrated care. (Coulter, written
communication, August 2004)
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The Americas National Health Council ¥

(NHC)

'Patient-centred care is quality health care achieved through a partnership
between informed and respected patients and their families, and a
coordinated health care team. '
The NHC also defined three principles of ‘patient-centred care":

* "providing care that is respectful of and responsive to

individual patient preferences, needs, and valves and Patients and their families manage their health care in partnership with a
! / ' . .
: : ; S ey coordinated health care team that recognizes, respects and acts upon their
ensuring that patient values guide all clinical decisions’. g P P

oals, needs, values, preferences, cultural wishes, and/or other factors
Coordinated and integrated care; and treating patients in L pref 4 f

S : _ identified by patients and their families.
a dignified way (particularly in the context of long-term
care). * Patients and their families receive evidenced-based, cost-effective quality

e e owwow,  CAre that maximizes heath, alleviates discomfort and is safe and free from
avoidable errors.

I Patients and their families have the ability to obtain and understand health
§ information and services, and make appropriate health decisions. (NHC,

j

\

2004)

- - s

! Provide a framework describes decisions of PCH

-_-------------------’

WHO “General Principles of Good Chronic Care”, 2009

1. Develop a treatment partnership with your patient 6. Involve "expert patients," peer educators and support staff in your health facility
2. Focus on your patient's concerns and priorities 7. Link the patient to community-based resources and support

3. Use the 5 A's: Assess, Advise, Agree, Assist, Arrange 8. Use written information registers, Treatment Plan, treatment cards and written

4. Educate patient on disease and support patient self-management information for patients to document, monitor, and remind

5. Organize proactive follow-up 9. Work as a clinical team

10. Assure continuity of care
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EU Health programme 2014-2020 ociees
High Quality VS Poor Quality X

* The development of tools to help Member States improve quality of Tools to improve Quality and
care is a key objective of the EU Health Programme, 2014-2020.28 Sustainability
Quality of care is a priority area for the EU Expert Group on Health v Health care outcome
System Performance Assessment, as well as a major theme in the

: | o measures decision
development of international health care indicators at the OECD.

v Health System Performance

* Health care quality: effectiveness, safety, and patient- Assessment (HSPA)
centredness / responsiveness. Effectiveness and safety both reflect
outcomes of care: effectiveness concerns the extent to which health
care interventions actually improve the health of patients; safety
focuses on the prevention of medical errors and adverse events (e.g. ,
hospitable related infections). Patient-centredness / responsiveness Mﬂl’t?I!ty _
is not an outcome per se; it concerns the way in which care is - Administrative
delivered — e.g. whether it is attentive to patients’ needs, Patient reported data

preferences, and expectations. v PROMS

. e _ v" Involving patients in the
» Patient-centred outcomes may be based upon clinical, mortality, B Soap SR

administrative or patient-reported data — the key point is that they measures for use in quality
reflect outcomes that patients themselves consider to be in proven indicators
meaningful and relevant.

Outcome measures of 4 types
Clinical
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PATIENT-REPORTED OUTCOME i
MEASURES (PROMs)

= the Asthma Quality of Life Questionnaire

= the Oxford Hip Score (for hip replacements)

= the Burn Specific Health Scale

= the Health of the Nation Outcome Scales (used in
psychiatric care)

= and the PTSD checklist (for post-traumatic stress

m physical functioning / mobility (e.g. walking or cycling); disorder).
L a___ N __ N _§ _§ _§ _§ _§N _§N _§ _§ _§8 _§ _§ _§ _§N _§N _§ _©§ "
m symptoms (such as pain and fatigue); ['— \\
m psychological well-being (e.g. anxiety / depression); ' * Patient- centeredness as the strongest predictor of:
- ey I -+ Health outcomes and Efficiency of HC '
= the ability to perform normal day-to-day activities (e.qg. . | _
: : I -+ Patient-satisfaction i
shopping / cleaning); _ _
I + Engagement at task-orientation i
= social well-being (e.g. at work, family, sports). I . Reductionin anxiety I
I . Quality of life improvements H
: * Doctor satisfaction i
v Increase in efficiency — fewer diagnosis teams, 'l

\ fewer unnecessary references

Ih-------------------‘I

\
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- NHS (England) Outcomes

/
Framework
ﬂﬂﬂ m Reducing premature mortality: m Helping people to recover from episodes or
* from the major causes of death ill health or following injury:
* in people with mental iliness Health gain as assessed by patients for
* in people with a learning disability Ir]lfecovery of mobility / walking after hip :
[ = Enhancing quality of life for people with long-1 \a<tore _ _ _ _ _ )
| term conditions: | i gJ [mprovement in activity [ lifestyle following
* Employment of people with long-term SEG_ke____________________
conditions m Treating and caring for people in a safe 1
* Employment of people with mental illness lenvironment and protecting them from }
* Health-related quality of life (HRQoL) for avoidableharm:™ — — —
carers deaths and severe harm attributable to
* HRQolL for people with three or more long- problems in health care

term conditions (under development)



The five E’s of patient
empowerment

European Patients’ Forum Campaign on
Patient Empowerment

m Education Patients can make informed
decisions about their health if they are able
to access all the relevant information, in an
easily understandable format.

m Expertise Patients self-manage their
condition every day so they have a unique
expertise on health care which needs to be
supported.

m Equality Patients need support to become
equal partners with health professionals in
the management of their condition.

m Experience Individual patients work with
patient organisations to represent them, and

channel their experience and collective voice.

m Engagement Patients need to be involved
in designing more effective health care for
all, and in research to deliver new and better
treatments and services.

{
I' International Alliance of
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. :
" |
\ |

UKTS, 2016
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Patients’ Perspective on PCH o G
UKTS, 200-2016 i

Access to patient-centred care i =i
i P i Access to holistic care, based on UK
» “out of hours” treatment .
‘ . . standards / TIF protocol (evidence-
» Continual provision of updated, clear -
I : b 111 . '/
nformatmn b » Access to all “authorized” for
v'Disease-specificissues .
S the disease treatment drugs —
v'Policies’ development / changes . . .
s . Innovative/generic
v'Participation in clinical trials s g .
o o » Access to “off-label” drugs, if
v'Clinical trials’ results e .
Vel Unchr N 3 ances and when scientific evidence for
P J benefit is demonstrated

» Psychosocial support .
% Y 191 5UPp » Access to appropriate
» Active patient involvement and

integration in decision-making

multidisciplinary care
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The UK Thalassaemia patientsl i} International Alliance of
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experience and success (UKTS) i

DKTE achiavad involvarnant in: * Furthermore, UKTS achieved involvement in:

» Government-related bodies
v' Specialized commissioning
v CRG (Clinical Reference Group)

» The education of health professionals
and policy makers on the patients’

perspective by:

v NHR (National Haemoglobinobathy v Presence at conferences local / national /
QEQiStry) |ﬂtEI’ﬂatIDna|

v NICE (National institute of Clinical v’ Attendance and presentations in
Excellence) workshops

v" NHS Blood & Transplant v’ Lecture presentations

v NHS Antenatal & Newborn Screening » The preparation and adoption of
Program

standards of care for Thalassaemia:
(Standards for the care of children and
adults with Thalassaemia in the UK)

» Government organizations set up to support
v APPG (All Party Parliamentary Group)

v UK Forum (United Kingdom Clinical
Forum) » Developing and evaluating as well as

v’ Peer Review of treatment Centres publishing patient questionnaires so as to
establish the patients views

Developing of patients’ and clinicians
educational workshops / conferences



Greek/ Cyprus Thalassaemia Associations, actively involved in O sl ARG ol

decision-making at the national/ regional/ central level: Governmen i\ i
and HPs (1980-2016)

Cyprus patients’ success story: official
involvement and engagement — by law, April 2016

E.E. Mag. I} 4G V2016
Ap. 4563, 22 42006
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along the treatment pathway
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Good Patienl Engagement has many potential benefits
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practices (loM - one of the si

aims of quality) Health systems need to be well organised and to function in ways that ensure
patients receive the treatment and care they need. Care pathways can offer a
number of benefits. They enable the best evidence-based medicine and

1 Superb access to care: effective new technologies to be adopted in local practice. Other potential
benefits of care pathways include:

2 Patient engagement in care: L , ,
| eliminating practices shown to be less effective

3 Clinical information systems

* providing support for the management of care and decision-making

4 Care coordination: * ensuring that patients receive clinical interventions and assessments that are

' late and timel
5 Integrated, comprehensive care SEPICESe s SRR

and smooth information transfer for particular conditions
across a fixed or virtual team of about the goals and likely outcomes of treatment

providers: between the professionals involved and the patient

6 Ongoing, routine patient
feedback to a practice

7 Publicly available information on

practices:
of work and wastage of resources

In service
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. Barriers...

/

ﬂ e Structure of the Healthcare Strateglesiand tﬂiols for engaging patients
ﬂ | System: * Supporting patient self-management
* Supporting patients’ shared decision making

» Strengthening patient peer-to-peer support

* Under-funding
* Low staffing

* Supporting patients’ families and carers
* Low morale

* In many countries to day Strategies and tools for empowering
additionally populations
. o * Protecti le’s rights and fosteri
* Lack (services) of medicines o e ;ggp%en‘;?bﬁiiigg S andiostering
* Hospital equipment * Enabling populations’ informed choice
* Restricted opportunities to train * Strengthening health literacy
and educate healthcare teams on + Supporting community development

improving the care of patients
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