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e European Patients’ Forum o O18Nisy,
— Umbrella organisation founded in 2003

— Independent & non-governmental

* Our members
— 67 patient groups

OUR

, N , N MEMBERS
— Disease-specific EU & national coalitions

e (Qur vision

— All patients in the EU have equitable access

to high-quality, patient-centred health and Natiorial level ED level
social care Non-disease specific Disease specific

e QOur mission

— Ensure the patient community drives
positive change = patients as equal citizens
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EPF funding sources

European Commission — 80% of operating budget + co-funding of projects
(HP, Horizon2020, CIP, IMI-JU...)

Unrestricted grants — commercial sector: 19% of operating budget +
project portfolio co-funding

Membership fees: 1% — annual fee £100-1,000 depending on organisation’s
resources

Commitment to transparency and independence in all aspects of
our work

Code of Ethics and Framework for working with funding partners

Full details of EPF's funding available at our website: www.eu-patient.eu/About-
EPF/Transparency/
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http://www.eu-patient.eu/globalassets/who-we-are/transparency/framework-for-cooperation-2014.pdf
http://www.eu-patient.eu/About-EPF/Transparency/

Our Strategic Goals (2014-2020) 2.
EPF =&

Health/social
services
Medicines
Cross-border
healthcare
Patient
safety

involvement

) L
) ©  « Patient- -
C@ centred
practices ‘ 4
 Clinical trials - :

* eHealth... 3 ' 4

k .
Patient Sustainable Patients’
Empowerment Organisations

Non-discrimination
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Adherence: relevance for EU policy I
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Patient Adherence is relevant for
safety tackling the
“sustainability challenge”

Patient- Quality

centredness o
of care Should be a priority at
EU level — policy and

Julel et research

Adherence

SUBEIElSE EPF: link between
health Anti-microbial . .
systems resistance adherence and patient-
centred practice, patient
empowerment &

involvement

Effective
healthcare
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Adherence on EPF’s agenda

COMITE PERMANENT DES MEDECINS EUROPEENS
STANDING COMMITTEE OF EUROPEAN DOCTORS .{
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europeanpatients’forum Industries and Associations i PGEU GPUE

“Improving the sustainability of healthcare systems through better adherence to
therapies: a multi-stakeholder approach ”

Background briefing

Introduction: why does adherence matter?

“Drugs don't work in patients who don't take them” — as the former U.S. surgeon general C.
Everett Koop said. However, policy makers, health managers and healthcare professionals
often underestimate the opportunity to improve health outcomes and rationalise health
expenditure through monitoring what happens after a medicine has been prescribed. The
issuing of a prescription is the first step towards safe and high-quality pharmacotherapy;
however, it is estimated that 20% to 30% of patients do not adhere to medication regimens
that are curative or relieve symptoms, and 30% to 40% fail to follow regimens designed to
prevent health problems. When long-term medication is prescribed, 50% of patients fail to
adhere to the prescribed regimen.”

European
Patients
Forum

2011:

Joint awareness-
raising seminar —
European
Parliament

EPF, PGEU, CPME
& EFPIA
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Adherence on EPF’s agenda I

European
Patients
Forum

Figure I: the compriracy (ramework e masageg 3 “-'Frh--ﬁn_l-ln-rr b patie

1% Wi, Chow, Alhekia

i TR
. LT G E ORI N TG

ABC (Ascertaining Barriers to e %i@ﬁﬁ";;
Compliance) project, FP7 e ==

ik ey el v sy e e i S oy e nassleling M st domwideader of sive n! pm dar s wdee brakd and e el

2009-2012 T :“-::--ﬂ- ——

o ot et iy eckd Dl ol el Sl B s Aol Bt
B Ll il b Erea sl i ek b ask. Raher advica

4o [—_—" 4 o 1 Ak iR ool s o i il ol il e o e
-

Publication: educational S— _
framework for health SRERETERERERET | S e

I liane ot st the fulad s bhgeeat ol enanibalan e Provedes Sl s sid andsisndahls sk mal s shod the pass

IRRCY A I O R ¢ i, S i i, R, i e i i) il
Ld h mul- Bt i bt Bk bl i, i, i3 il Ly oo Gl W B
roressionails Dl v e fore
5 b o el Dt B i o il el e s il il
AT b wrai dboad Tei Rl s R Bkl ) Baaa
Chosivmass [+
E a b
Mkl | e i Rl ol o i
T 0 ALSFHEIT s
muwmmnwm mﬁmﬂ“ﬁu“

b el Lo 0 paal, Tepiaalen L. o i
_phuddx—th q-.-p— Bl e e “_.Mﬂ'w.fl“ hq-.u--—dq
v " dam o Uns
s iy, o G TR 2 ok i i it Rl

g Cr il ahindd vhat Wi adteiiing
e ] B i Bl g el O oot ialig o e Pl i T el e

A Ephoien e ol il Sl ks aneberusial the ggtend plan o f el Fals el i
Checkn thest knan ke macdicinas fha e mkime mnd ER o ey iy VAT s i Dl L | ey
il g Pl o o b iy e e i |, el W A

B D mines wha W aarasl sl b s arasd pad ahon tha sms by
s v ahopsed

T bl e RS e Sl b b o el o Tl chaial,

S, O 6 e | 6 e D)

doals d r! iy i 1 Gy Wi, cabii skl advindia

e iy bl chiaih B & wbchl ed il rae @ L L it Tha ol e
ol it Kl G Sl Pl sl gl e alol g e i Pl b i g e i el Pk B, s el alwnakd B e

http://abcproject.eu/index.php?page=publications =t

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE


http://abcproject.eu/index.php?page=publications

Adherence on EPF’s agenda

Patients
T Forum

EPF =
* 2015: EPF position

paper on Adherence
and Concordance

Adherence and Concordance

e Sets out the views of EPF Position Paper

March 2015
4 ™
. EPF principles on adherence and concordance
] 1 Strategies to promote adherence should be based on the concept of concordance and
encompass health literacy, user-friendly information, and shared decision-making by patient
and health professional.
2. Patients should not be blamed for non-adherence on forced to adhere.
. [ 3. Patients should be supported with all possible means to adhere to their (appropriate)
treatments, or ta change treatment if desired, through regular medication reviews.
4. Patients’ personal goals — life goals as well as trestment goals = should guide the treatment
’ decision. Treatment shauld be tailared to individual patients' needs, and doctors shauld always
elicit the patient’s preferences.
5. Communication about medicines should be based an full and comprehensive informatian, be
accessible and tailared for i well as uch as older patients
and patients with low health literacy.
’ ’ 6. High-quality, easy-to-understand information about medicines, including their benefits and
risks, should be easily accessible, e.g. through online portals.
7. Health professionals should work in integrated teams with effective flow of information,
° ° especially during handovers/transitions.
8. Self-management support (e.g. CDSMP courses, peer-ded support services) should be
integrated into all chronic disease-management programmes.
9. eHealth and mHealth adherence support tools should be developed with patients’ identified
needs as the starting paint and with i from the outset.
10. R&D on new treatments should specifically the concept of cone d adherence
support. Patient representatives should be meaningfully invalved in designing research and
priaritising topics for research.
. J
ropean Patients' Farum * Rue du Commerce 51 * 1000 Bryssels » Seigium
Office Phome numbers +32 {2) 250 23 34 * Emall: info@eu-patient.eu * www.eu-patient.eu
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Patient-centred terminology ﬂ*ﬁ

| E P F Forum

Adherence describes “the extent to which the patient’s behaviour matches
the agreed recommendations from the prescriber”

* Preferable to “compliance” —implies need for agreement between
doctor and patient; failure to adhere should not be a reason to
blame the patient

Concordance focuses on the patient-prescriber relationship and the degree
to which the prescription represents a shared decision. In a concordant
process, the beliefs and preferences of both the prescriber and the patient
are taken fully into consideration. It can also refer to a wider concept of
patient support in medicine taking.

* Informed choice and partnership/therapeutic alliance
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Why are patients not adhering? JIC
Literature: reasons for non-adherence are varied and multi-
factorial; both intentional and unintentional

K gyopean Fedf\f:\‘go. ases e l don!t do

W Allergy and
E pa\len\s

1 trust
my
cdoctor
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EPF position paper VIO
Complexities of living with a chronic condition were often
mentioned by respondents to our consultation: Expbtion W

 Complexity of treatment
* The burden of treatment on everyday life
* Lack of opportunity to have a proper

discussion with professionals

“People with chronic diseases often have to
dedicate significant time, energy and resources
to dealing with multiple medical appointments
and treatments... negative impact on quality of

life overall.”
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EPF position paper K
EPF EEEE%?

A study by EPF member ALLIANCE (Scotland) found:

. i . “The majority of people
Older patients/those with multiple who do not adhere to

chronic conditions experience disjointed  reatment report that

services they do not have the
o . capacity, skills and
Each specialist focuses on their “own” knowledge to do so,

condition = patients have little support  which would indicate a

: : t df If-
to manage interactions and “the whole” 5@ Neeaionsei
management support.

“Listening to [the patients’] experience offers valuable insight,
advice and support to help improve services.”

Prescription for Excellence: A Vision and Action Plan for the right pharmaceutical care through integrated partnerships and innovation” at
www.scotland.gov.uk/Resource/0043/00434053.pdf
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http://www.scotland.gov.uk/Resource/0043/00434053.pdf

EPF position paper VIO
EPF

Other factors were mentioned:

* Impact of the financial crisis, increases in
out-of-pocket costs

e Shortages of health professionals
e Shortages of medicines

Impact of financial factors is particularly felt
by the older and the poorer patients

Patients acutely aware of the pressures their
health systems are under
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EPF position paper e
EPF

Caveat from some patient groups

* Adherence not always felt to be a positive concept

— Mental health field: power relation, autonomy, right to refuse
treatment

— Many prefer non-pharmacological approaches or
combination treatments involving therapy

— Critique of the biomedical approach to mental health

* Over-medication, inappropriate medication also a
problem

— Polypharmacy and complex conditions
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EPF position paper VIO
EPF =

» Strategies to increase adherence should focus on health literacy
and empowerment, together with appropriate systems to
support patients

— Well informed patients are better equipped to be partners in care

* Implementing patient-centred healthcare, including shared
decision-making is essential

— Shared decision-making is a core aspect of empowerment (EMPATHIE,
2014)

* Health professionals need to engage with patients as equal
partners, really listening to and taking account of their views

— This can present a challenge to the professionals

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE
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EPF definition of empowerment

Patient empowerment is a process that helps patients gain
control over their lives, increasing their capacity to act on
issues that they themselves define as important

.. a process through which patients individually and
collectively are able to express their needs, present their
concerns, devise strategies for involvement in decision-making,

and take action to meet those needs.
(Adapted from JA-PaSQ, 2012)

A process —non-binary, non-linear
* Capacity to be in control of what happens to you
 Cannot be imposed from top-down — needs changes at all levels
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Another definition JIC
EPF EEEE%?

“An empowered patient has control over the management of their condition in
daily life. They take action to improve the quality of their life and have the
necessary knowledge, skills, attitudes and self-awareness to adjust their
behaviour and to work in partnership with others where necessary, to achieve
optimal well-being.

Empowerment interventions aim to equip patients (and their informal caregivers
whenever appropriate) with the capacity to

® participate in decisions related to their condition to the extent that they wish
to do so;

®* to become “co-managers” of their condition in partnership with health
professionals; and

* to develop self-confidence, self-esteem and coping skills to manage the
physical, emotional and social impacts of illness in everyday life.” (EMPATHIE,
2014)

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



EMPATHIE study on patient empowerment sy,
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EMPATIE “Empowering PAtients in Their Health management In

Europe” (EAHC tender no. EAHC/2013/Health/04)

Final report: Sept 2014

Barriers and advantages

of PE (WP2)

Develop a method to validate
transferability of good
practices on PE (WP3)

Catalogues of best

practices of PE (WP1)

Scenarios for possible EU collaboration

on PE (WP4)

Avedis Donabedian Research
Institute (FAD), Barcelona

Dutch Institute for Healthcare
Improvement (CBO)

European Patients’ Forum (EPF)

Chalmers University of
Technology, Sweden

Masaryk University, Czech
Republic

Danish Committee for Health
Education

Royal College of Psychiatrists,
UK

Standing Committee of European
Doctors (CPME)
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EMPATHIE: aspects of empowerment

R Health literacy Co/%
B e
@
O(
. Patient  Professional |
Shared

. . Self-management
decision-making 3
coping O(\’@

o
SOC Ial O\\‘\

Conte)(t Q

Adapted from EMPATHIE project (2014)

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



How to improve adherence? VI
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N . - \ A ‘.u»rc .
THE PATIENTS KNOW MORE A

THEIR. DISEASES THAN ML . \ MUST tl'ail'lil'lg

Gel EASTER MODEN, FIGHER
SPEED INTERNET ACLESS THAN

THEN one
’ ' o) ¢
Q7 %
W

|

2. Shared decision-making, 3. Professionals’
CONCORDANCE training

1. Information and Health
Literacy
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Information and health literacy e
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e Critical points: treatment decision, prescribing, starting on a new medicine,
any changes...

A
Diagnosis:
Acute Pulmonary Pain

Resulting from
* Health literacy should be addressed \ | Preumonoultramicroscop-

.\ | esilicovolcanoconiosis

2?

The offices of
Heath L. Iteracy, M.D.

. Ongoing information needs over time

be better harnessed A

“The information ... should be discussed
rather than presented, making sure that the
patient understands the treatment and has

an opportunity to express concerns that

may arise also after reading the package
information leaflet.”
- Patient

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



How to improve adherence?

1. Information and Health
Literacy

N - - \ 2 ‘.a»rc A ALYT
ﬂ% ;”*"_?\‘.s KNOW YORE AROU \

THEIR. DISEASES THAN ML . \ MUST

Gel EASTER MODEN, FIGHER
SPEED INTERNET ACLESS THAN

THEN one
’ ' o) ¢
Q7 %
W

|

2. Shared decision-making,
CONCORDANCE

European
Patients
Forum

training

3. Professionals’
training
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Shared decision-making o o
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* Change in consulting style, deeper
understanding of patients’ beliefs,
experience and knowledge

 Engage with patients as valued partners,
respect their beliefs and concerns

@ Randy Glasbergen
www.glasbergen.com

* Approach the patient as a whole person,
not only a medical problem

e Patient’s life goals matter — not just
medical outcomes

* Drs and patients need to recognise the
uncertainties of different treatment ‘
“You have to learn about thousands of diseases, but

O pt I O n S I only have to focus on fixing what’s wrong with ME!
Now which one of us do you think is the expert?”
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Shared decision-making X2
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Key barriers mentioned by our members:

* Lack of time to discuss with patients = “Long-standing tradition of
paternalism and lack of

e Attitudes of professionals motivation to change”

* Workload, resulting in “overloaded”
professionals

* Lack of training

* Lack of incentives for providing
therapeutic education and advice

e Stigma, particularly in mental health
conditions
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Shared decision-making X2
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Skills, knowledge and attitudes:

“It is important for professionals

Really” listening to the patient to believe that involving patients

* Empathy in decision-making promotes trust
« Respect and honesty and leads to better
outcomes”

e Communication skills

* Training to assess patients
properly

e Asking the right questions

* An open mind
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How to improve adherence? VI
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EPF
Information, communication = a shared decision

pu - \ ¢ ' 1
_Y_uc ;;-.‘r‘.gv'/}."J‘\J‘..uc HL ) /

THEIR. DISERSES THAN NE . \ VST —
training

GET FASTER MODEN FIGHER
SPEED INTERNET ACLESS THAN
\aen\ s

/\ 23

~—

2. Shared decision-making, S e el

CONCORDANCE ‘s
Literacy training

1. Information and Health

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Professional training o o
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 HCP attitudes = major barrier to empowerment (EMPATHIE)
 BUT also need to change the practice of current professionals
* “From God to guide”

 Top-down policy (healthcare organisations...) and bottom-up
change (peer leaders...)

~

(”Pressure from organisation’s
management to ensure that shared
decision-making is adopted at every level
could help — especially in countries where
the doctor-patient role is rather old-

\fashioned ”

v/
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How to improve adherence? VI
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Integrated selt-management support

-

~

>/

—

V ()

4.0ngoing, integrated 5. Use of appropriate 6. Patient reporting of
support system technology tools adverse events
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Ongoing, integrated support JIC
EPF

* “Joined-up care” approach

* All professionals play a role —
particularly pharmacists,

| C ¢
nurses who are often closer to ¢ A ©
the patient than doctors Lt Q " ;’ \ §€
* Roles of non-medical L\ “". \‘A‘-\‘ /,{V-}f \
professionals — psychologists, 4—*’}1"{:* S
social workers, therapists... el s

e Peer support (e.g. through
patient organisations)
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How to improve adherence? VI
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Integrated self-management support

>/

4.0ngoing, integrated 5. Use of appropriate 6. Patient reporting of
support system technology tools adverse events
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Use of appropriate technology tools K
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e mHealth solutions could be useful for some

patients
 Technology in itself is not empowering — Take your
needs to be embedded within an integrated pill NOW!

care approach

* Tools need to be co-designed with patients
to ensure they provide real solutions

e Access and co-ownership of one’s own
health data — the cornerstone of
empowerment

i
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How to improve adherence?

EPF
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Integrated self-management support

-

~

4.0ngoing, integrated 5. Use of appropriate 6. Patient reporting of
support system technology tools \ adverse events /
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Patient reporting of ADRs I
EPF =

e Adverse reactions (ADRs) — or fear of them — major adherence
factor AND also a big problem: 5t cause of deaths in hospital...

... yet only 10-25% of all ADRs are reported™

* Increasing patient reporting = an opportunity to improve
adherence and medicines safety

* New EU rules bring better opportunities for patients to report —
but how well are they implemented across the EU?

 Knowing | can report suspected ADRs also directly to the
Regulator... knowing these reports are valued... makes me more
aware as a patient and helps in honest discussion of side effects

* European Commission, http://ec.europa.eu/health/files/pharmacovigilance/ga_pharmacovigilance 2011 en.pdf
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http://ec.europa.eu/health/files/pharmacovigilance/qa_pharmacovigilance_2011_en.pdf

Patient organisations play a role JIC

* Peer support

* Understanding their
communities

* Information “by patients, for
patients”

e Advocacy for patient-centred
health services & policy

* Developing and sharing good
practices

* Collaboration with HCPs and
academia

European
Patients
Forum

Co-researcher 1

|

PatientPartner FP7
Project (2010)
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Example: EFA “HEY YA!” project o
EPF

* Interviews with 200 adolescents e 4~ R

e Listen to what they had to say!

e ‘Attitude’ and ‘Daily impact of asthma’
key explaining factors: Figure 10: Touch Points for Adnerence
— Forgetfulness
— Rebellion Attitude
— Good days
— Support from treating doctor

- Ca re I essness Asthma Confrontation Total impact on
Adherence: 100%

R*=0,46

— lgnoring impact of nonadherence

Health Literacy

* Future research should focus on the
attitudes and behaviours of young
people

Courtesy of EFA. More information:
http://www.efanet.org/images/2016/EFA Report HEY YA Health Literacy Young Patients with Asthma and Adherence to Treatment 2016 April.pdf

Social Support

Daily Impact
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EPF policy recommendations VK
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From our position paper
“Adherence and Concordance” (2015)
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EPF key recommendations )’J&i

S E P F Forum

Professional education & training

a. Training in shared decision-making integrated into all medical training and
continuous professional education

b. Existing patient-centred tools should be implemented and used in professional
education

c. Common set of professional competences for patient-centred healthcare at EU
level, with patient involvement and with tools for adaptation to different national
and professional contexts

Good practice sharing

d. Good practices in concordance should be identified, implemented and integrated
into the care pathway. The Innovation Partnership on Active and Healthy Ageing
can be used as a platform.
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EPF key recommendations .
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Information for patients

e. Implement and/or further develop National Medicines Information portals (EU
pharmacovigilance legislation) with involvement of patient organisations to ensure
that information is relevant, easily understandable, accessible and useful

f. Action to improve user-friendliness of package information leaflets (PIL)

Access and health inequalities

g. Explore the impact of the financial crisis on adherence and in EU initiatives around
health inequalities and access to medicines.
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EPF key recommendations )’J*K

S E P F Forum

Support for patient organisations

h. Patient organisations, peer and self-help groups should be involved in developing
advocacy strategies and providing information

They should be sustainably resourced to carry out their functions

Research

i. Existing knowledge from EU-funded research should be taken forward to
implementation

j. EU Health Programme and Horizon 2020 should prioritise studies on educational
and training pathways on how to involve patients in treatment — targeted at
physicians/pharmacists/nurses and patients
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In conclusion UIC
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From doing things “to” the patient...

“l am the most
important
member of my
care team”

. to doing things WITH the patient!

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



EPF Campaign on Patient Empowerment
| [EF’F:
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Patient’s Charter on Patient Empowerment (2016)

Seam

prescribE \

INDIVIDUAL

EDUCATION| @

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

EXPERTISE

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

EQUALITY

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

ACTION

_ ENGAGEMENT

Patient
* Empowerment
Campaign

EPF =<

The Patients’ Charter on Patient Empowerment

1.1 am more than my health condition

2.1 am empowered to the extent | wish to be

3.12am an equal partner in all decisions
related to my health

4.1 have the information | need in an easlly
understandable format, including
my own heaith records

ORGANISATIONAL
EXPERIENCE

Individual patients work with patient
organisations, to represent them,
and channel their experience and
collective voice. °

5. My health professionals and our health system
actively promote health literacy for all

6.1 have the ongoing support | need
to manage my own care

7- My experience Is a vital measure of heaithcare quality

8.1 can participate in evaluating and co-designing
healthcare services so they work better for everyone

9. Through patient organisations,
becomes part of a bigger, unit;

S POLICY

Thia Cmpaign & & [oiet infzative of e Lurcpean Patsenty’ Fonsm and the Robert Soach SLng with the Wiapor: of Amgen, GX, aod

Robert Bosch Stiftung
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THANK YOU!

policy@eu-patient.eu

W (Weupatientsforum
f /EuropeanPatientsForum
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