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- What is Patient Empowerment

DakshamA Health & Education
Your Voices Your Choices

- Why is Patient empowerment important
- Health vs Medical Care and Role of Empowered Patients

- How Can Patient Empowerment be incorporated info
healthcare policy

- Role of patients and patient groups as advocates for patient
empowerment

'3 HEALTHY INDIA ALLIANCE
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MISSION: A WORLD WHERE PEOPLE LIVE A HEALTHY AND DISEASE
FREE LIFE THROUGH KNOWLEDGE BASED CHOICES IN AN
ATMOSPHERE OF EQUALITY, EQUITY AND ACCESS.

VISION: EMPOWER PATIENTS AND CAREGIVERS WITH THE
RIGHT KNOWLEDGE, TOOLS AND FORUMS TO SEEK AND
ACCESS HEALTHCARE OPTIONS THAT SUIT THEIR NEEDS AND
THROUGH THEIR VOICES BRING ABOUT A POSITIVE CHANGE
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OBJECTIVES- IAPG (INDIAN ALLIANCE OF
PATIENT GROUPS)

. Unite to speak with one voice, using unified strength to move
forward together.

. |dentify health policy opportunities to include the patient voice.

- Share best practices to support advocacy-related work by
Individual groups, perhaps through a patient forum.

- Address the need for individual advocacy organisations to provide
more information to their consumers.
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“IAPG PRINCIPLES OF PATIENT CENTERED HEALTHCARE

- Promoting Patient Engagement in Health Policy Decision Making: Patients are the focal points of
any healthcare system. They should share responsibility for health policy decision-making, through
meaningful engagement at all levels.

- Supporting Access to the Best Available Care across India: Patients and their advocates should
promote and help design programmes that are suitable to local conditions and ensure the
availability of healthcare workers.

- Promoting Health Literacy and Ensuring the Availability of Health Information: Accurate, relevant
and comprehensive information is essential for enabling patients and their families to make
iInformed decisions about tfreating and managing their condition.

- Advancing Choice and Empowerment of Patients and their Advocates: Through collaboration and
shared knowledge and best practices, patients and their advocates need the information and the
confidence to participate as partners in making the healthcare decisions that affect lives.

- Raising the voice for a patient-centered healthcare systems, at national and state levels: National
and state level policies makers need the support of informed patients to build an effective and |
" responswe healthcare system. Tl
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WHO report

- health workers, 59.2% were in urban areas, where 27.8% of the population resides, and
40.8% were in rural areas, where 72.2% of the population resides. Hospital beds are only
0.9/1000 population

2.5 million health workers (density of 20.9 workers per 10 000 population) in India. However,
56.4% of all health workers were unqualified, including 42.3% of allopathic doctors, 27.5% of
dentists, 56.1% of (AYUSH) practitioners, 58.4% of nurses & midwives and 69.2% of health

associates.

By cadre, there were 3.3 qualified allopathic doctors and 3.1 nurses and midwives per 10
000 population; this is around one quarter of the World Health Organization benchmark of

22.8 doctors, nurses and midwives per 10 000 population.
}“Ilntemanonal Alliance of SAWis
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50 — 60 million diabetics

1 in four Indian is hypertensive

1.7 million cancer patients

37 million Coronary Heart Disease

8 million Rare Diseases.

pif —
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- Patient empowerment in the health care context means promoting
autonomous self-regulation so that the individual’s potential for health

and wellness is maximised.

- Patient empowerment begins with information and education and
Includes seeking out information about one’s own iliness or condition,

and actively parficipating in treatment decisions.

- Empowerment requires an individual to tfake care of one’s self and make

choices about care from among the options identified by the doctor.
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—F o WHY PATIENT EMPOWERMENT ~ © %

- Healthcare systems are in crisis, chiefly because chronic
ilIness is on the rise as populations age

- Policymakers realise that without greater patient
empowerment and self-care, healthcare systems will no
longer be sustainable

- People living with chronic disease manage their condition
alone, on average, more than 99% of the time
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TRADITIONAL VS EMPOWERED

THE TRADITIONAL PATIENT
- Lets others control his health

- |Is unaware that technology
and information can put him
in conftrol

. Solely relies on caregivers for
information concerning his
personal health

< 1APG
’ INDIAN ALLIANCE

m— Of patient groups

THE EMPOWERED PATIENT

- Takes control of his own
health

- Is used to control his life using
new technologies, and
expects to do the same with
his health

. Is informed and uses different
online channels and
communities to stay informed
about medical conditions,
medicine and therapies
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" THE UPGRADE IS ALREADY HAPPENING IN © 45
OTHER AREAS OF OUR LIVES ...

makemqtrip NETFLIX

Dil toh reaming hai
“I want to check out my “I want to watch
next holiday site from my Star Wars where |
couch " want 1"

amazon

“I want to buy stuff
when | want 1"

“I want to check the
best hospital for my
surgery!’
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Changing role of patients

® Patients are becoming more active
and vocal

® “Patient-centred” approaches to
healthcare increasing

® Patients =2 from passive recipients to
active partners

— Self-management
— Shared decision-making
— Integrated care

® This requires a culture of openness,
transparency and support for patients

International Alliance of
Patients’ Organizations
A global voice for patients
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INDIAN ALLIANCE
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- EDUCATION
« EXPERTISE
- EQUALITY
« EXPERIENCE

« ENGAGEMENT

il
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Education

v Patients can make informed decisions Expe”ence

about their health if they are able to
access all the relevant information
needed in an easily understandable
format

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

» ) Expertise

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

o L0

Equality

patients need support to become equal

partners with healthcare professionals
in the management of their condition

?_ i it L ol
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education

To enable patients to express their informed preferences, patients must be given sufficient
and appropriate information, including detailed explanations about their conditions and the
likely outcomes with and without treatment. It is, however, frequently heard that patients

express difficulties in obtaining information relevant to their needs.

There are various reasons for this. Health care professionals might have underestimated a
patient’s desire for and ability to cope with information. Consultation times are limited and

thus there is often insufficient time to fully explain the condition and the treatment choices.
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Equality

- The empowerment model distinguishes confronting
from arguing in that, in a confrontation, no
judgements are made about the patient’s behaviour.

- If an adherence problem with medication exists, the
pharmacist would explore potential solutions with
the patient rather than giving a lecture on the
importance of taking the medication.

- The empowerment model is thus one of mutual Agreement is optional.
respect. The respect derives from the valuing of Respect Is mandatory.
human life and the building of a good clinician- e
patient relationship.

.
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Equality

 To ensure the success of patient empowerment, enhancement of the working
partnership between patients and health care professionals is important.
Finding out what matters to patients, making use of information technology
to disseminate knowledge, establishing standards for disease management,

and promotion of clinical research are likely to increase the benefit of the
health care provided.

Engagement(Policy)

- Strengthening the complaint procedures and introducing patient forumes,
patient advocacy, and liaison are other measures to enable patient’s
perspectives and views to be known for planning their own care and for

service planning at a strategic level. The outcome will help to promote
patient-centred care and to reduce health care costs.

I International Alliance of
|, Patients’ Organizations

A HEALTHY INDIA ALLIANCE
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- Self efficacy

Self awareness

Confidence

Coping Skills

Health literacy

p — —
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FROM DOING THINGS

) EMPOWERED PATIENTS ARE CRUCIAL FOR HEALTH SYSTEMS
“TO” THE PATIENT... 2
5 @ make informed choices
about our treatment and care
@ have a better relationship
& 8 with health professionals
\L @ are committed to
0 adhering to our treatment
—
@ are willing and able to take
more responsibility for our care
™ ‘\ @ take preventive measures and seek
earlier diagnosis which reduces
hospitalisation and emergency visits
... TODOING THINGS

WITH THE PATIENT! ...ALL OF THIS REDUCES HEALTHCARE COSTS IN THE LONG RUN.

-
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Steps to empowerment

- disclosure—the patient should be informed of the nature of the condition,
the various options, potential risks, the professional’s recommendation, and
the nature of consent as an act of authorisation;

 understanding—information is provided at the patient’s level of
understanding, using appropriate language;

- voluntary—the patient must be in a position to practise self-determination
free from any coercion, manipulation, or constraint;

- competence—based on the patient’s past experience, maturity,
responsibility, and capacity for independent decision making; and

« consent—a freely given authorisation to the medical or nursing intervention.

}’f” an w b
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N Patients empowerment can help improve safety
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YL

Safety = a key aspect of quality

Patient-centerdness = a key aspect of quality

=< 1APG
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Individual patient’s experience of his/her healthcare “journey” = rich resource of

information about gaps and failures in the system

Empowered patients can

» Help spot danger signs and inform on time
» Assist decision taking with personal information

and responses (eg.allergies)

» Respond intelligently to provider questions and
Relate specific episodes & disease patterns
» Respond to triggers and avert complications

» Effective Self-management

A
1" International Alliance of
' . Patients’ Orgamzatlons
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The Swiss Cheese model Funding &
Adapted from J. Reason, 2000 resources

Technical C
Poor designs C }
Deferred maintenance q

Provider
Training

Distractions ( O:g anization
Fati Culture
wee ( Incomplete policies
= ( (‘,
( 1

jl

7‘ Team
Shifting responsibilities
“ nn Handovers

Patient (%
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“When | read through my medical
record, | noticed two mistakes.”

" “When | received a new glucose monitor, |

noticed the readings were not right. | noted all

the readings comparing the old and new monitor

... Finally the nurses agreed there was a problem
with the new brand of monitors.” —

I've read aboet
this dreg. Fo you
think it might
waork for wie?

" “If | can be working in partnership with clinicians |

could have much more success at avoiding mistakes.
Clinicians are full of good intentions and highly trained,
but they are never going to be as committed to me

and my health and wellbeing as | am.”
A 4

—

International Alliance of ‘%T-
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“IISIZT ELEMENTS THAT PREVENT THE EVOLUTION & ™~
TO A FULLY EMPOWERED PATIENT
- Fragmented healthcare systems and eco-systems
. Privacy concerns.
- Provider Attfitudes
. Outdated software systems (No EMR, disintegrated data)
- Outdated and weak regulatory mechanisms

- Low health literacy

w . Patients Organizations HIEALTH'r INDLA MEH!EE
O [HAENSON and Coeinol -
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Patient Empowerment Process

Knowledge

Adherent
Patient

Patient Disease

Efficacy of
Program,
Modifications

N\

Barriers to Adherence

i Patient Empowerment & -
Community Engagement Engaged in Sessions Survey Patients
Motivational Interviews Meeting Goals Program Completion
Disease Management Improved Blood HCP Feedback
Patient Counseling == Glucose - Case Manager Etfficacy

Health Coaching

Multichannel Individualized Improved Patient Aggregate Reporting NS/}
i Communications Messaging Health Analytics/Insights _.'j E.
1" International Alliance ¢ _W

. Patients’ Organizatior HEALTHY INDIA ALLIANCE

F’ﬁ/ﬁ\ ) A global voice for patients Tor praveeson and coniol of HGDs
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e STAGES OF EMPOWERMENT

Stage 1 Stage 2 Stage 3 Stage 4

Information about Self-care support

personal health situation Decision-making

Communication skills Being connected
Health literacy :

bbb, MA Know your 0§~n healtp A S m

Passive Activated

All faith in doctors 5 Take action
Passive behaviours Find information '
Helplessness Organiseéquestions
Isolation Map options and choices

ﬁ International Alliance of

I
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Initiatives at National level

s Agreement on common skill-set for patient-centred healthcare . Common definition of patient-
centredness that can be used for comparative assessment

s Collect good practices of professional education (curriculum, patient involvement, communication, soft
skills etc.)

% Agreement on minimum training requirements

+* Indicators for patient empowerment

*» Adoptions of IT for modernisation of health data

+» Education resources/tools to support patients & repository of these resources

+* Sustainable network on patient empowerment - “bottom-up action with top-down support “

“The issue is how
to exploit the

“Attitudes and practices that tend to
undermine patients' self-care efforts
and inhibit them from participating

“Professional training is
absolutely key to patient
empowerment.”

innovations in an
effective way”

won't change until training
changes.”

’f” 1% ST
N}
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— Model for transferability of good practices

— Needs assessment of all healthcare initiatives from the patients’ perspective

— Common quality and safety standards for hospitals and healthcare institutions with
mandatory accreditations

— Common quality standards for e-/mHealth applications

“Tools and gizmos
should not be seen

“The new generation of patients as THE answer to
will be highly IT literate,

patient

therefore investing in it is empowerment=

essential.”
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s Patient Solldarlty Day

2 December 2017 | #PSD2017 | www.patientsolidarityday.org

Patient Solidarity Day takes place each December. Thousands of
people from around the world rally around one key issue facing
patients and raise awareness by hosting events and showing support
for the Day.

This 2nd December, Saturday, IAPO members and the global patient
community will have an opportunity to stress and highlight the
message that patient empowerment can be a key driver to making
healthcare systems and processes fairer and more patient-centric.

I
it e IAII f “lays
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Not the right

medicine

Upending an existing system, without a robust mechanism
to implement a new one, will put patients at risk

CE0, Daksham Health, and founding member,
1APG (inchan Alliance of Patient Groups)

RIME MINISTER NARENDRA
MODI'S clarion call for pre-
seription of generic medicines
by doctors has been welcomed
by many. People feel this will
dramatically reduce the price of filling out
their prescriptions and end the perceived
nexus between the industry and the
physicians to promote branded medicines
with sometimes much higher price.
India’s healthcare system is dis-
jointed. Most customers have no pur-
chasing preference and even if a branded
medicine is prescribed, there is no assur
ance that the patient gets the same med
icine because there is no system to track
prescriptions. It is usually the chemist
who decides what the patient gets and
with this new move, the chemist is king,
being in a position to choose the
generic offering him the
highest return.

states that 31 % of those who claimed to
be allopathic doctors in MPwere educated
only up to the secondary school level. Fifty
seven percent had no medical qualifica-
tion. All these providers write allopathic
medicines and there are no checks
or mechanism to monitor their prescrip
tion behaviour.

Besides, many patients in India self-
medicate, using an old prescription for
years without visiting a doctor. Dispens-
ing medicines in the countryis a large and
profitable business.

The entire ecosystem thrives on com- |

missions and kickbacks. Moreover, phar-

macies generally don't have qualified
pharmacists and dispensers may be con

fused with this new directive. Upending

| an existing system, without a robust

mechanism to implement a new one, will

put patients at risk,
The government’s at-

For a patient there is The government's tempt to promote gener-
also this confusion of what attemptto promote ics in the public health
really is a generic—most generics in the public system, through its Prad-
people perceiveitisalocal health system, through its  han Mantri Jan Aushadhi
preparation, loosely Pradhan Mantri Jan progrzmme.zlreudv faces
packed with scant quality hadhi At pre-

parameters and very often

already faces several

sent, Jan Aushadhi cen-

this is true, Prescribing a challenges. At present, tres stock only a small
generic would, therefore,  these centres stock onlya percentage of the com-
leave the patient even  gmall percentage ofthe  Plete formulary and
more hapless and at the e laryand  9nlyaportionofessential |
mercy of the dispenser as i al ines.
there is no way to under- °:“de3;;‘ng We need to better un-
stand which of the numer- G i derstand efficacy, supply
ous generics is being given Wb‘“" d"’“'m chain issues, storage and
tohim and why. . WI‘M‘: M Stocking. India is facing
It is very important to multiple challenges of |
understand generics espe ""d "“’“‘9 poorquality generics,an- |

cially in the Indian con-
text,where there is a distinction between
ageneric that is branded and one that just
has a chemical name. The patient, for
whose benefit this measure is being rolled
out, needs to be educated to understand
that generic medicines are as good as
branded products; more important, our
regulator needs to ensure that this is so.
Otherwise people who can pay will con-
tinue to buy branded medicines at a pre-
mium, leading to the creation of a
grey market.

According to the article *Quality of
Health Care In India: Challenges, Priorities,
And The Road Ahead” (Health Aff (Mill-
wood), Octaber 2016, (25(10)1783- 90),
77%of

timicrobial resistance,
| low public healthcare and high out-of-
| pocket expenses.

Under these circumstances, calling for
mandatory prescription of generic medi-
cines without faying the foundation for a
change could result in further deteriora-
tion of the already overburdened system
in the country, Patients could face sudden
shortages of lifesaving drugs and life
threatening situations due to poor quality
generics; and end up paying more due to
prolonged llness.

While generic prescriptions could be a
way to increase healthcare access, our
challenges need to be thought-through |
and along-term plan created that involves |
all planning,

with no fotmal training. These pmwders
prescribe allopathic medicines, usually
dispensed from their own clinics. A recent
report from the World Health Organisa-
tion (WHO), based on 2001 census data,

tion and monitoring.

Without this essential foundation, the |

| intent will be diluted and the benefits re-
| main a dream for the patient that it is

| meant toserve.
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INDING INNOVATIVE WAYS
deliver healtheare in India has
never bheen more important than
it Is today. With the declaration of
the National Health Policy (NHP)
2017 and its intent to make universal health
coverage (VHC) a reality, millions of people
will flood into a healthcare system alroady
strained by rising costs and a shott supply of
physicians, nurses and other resources.

Relning in healthcare costs is crucial if
the government bs to deal with a loog-term
budget déficit that s spiralling out of controf
and help patients manage catastrophic
health events that drive families into the
poverty cycle due to healthcare expenses that
must be paid out of pocket

Howwillan incréasing number of people
get quality care at a cost that the nation can
afford? The answer is innovation, Unlike
many other industries, healthcare has re
miajned highly ragmented, with fittie health
Insurance coverage, a mostly out-of-pocket
payment system and lttle regard for quality
of care. The NHP 2017 looks at creative ways
to make UHC a reality and proposes bringing
together the government, the private sector
and other stakeholders.

Also eritical are respect for lntellectisal
property (IP) and increased investment for
research. We need the government to in
centivise research for new medicines and

NDIAN SOCIETY
10" Ay . _(j

\ CLIN AL RES$

§ Reseal
h i

n (‘onfer

Sibiay CHaleat

Sihver Parts-

Overcome barriers

to health innovation

Research for new drugs & new diseases won't happen if we
don’t recognise R&D costs and value outcomes they deliver

CEQ, DukshianmA Haalth B ESucation

promote a robust IP environment that
recognises the significant investment in re

search needed to bring new products from
the lab to the patient. One primary method
the government chooses to manage rising
healthcare costs has been drug price con

trol. However, a 2015 IMS study showed
that price control on drugs does not in

crease access for those in need and actually
hat adverse sffects on deae availability

RATNA
DEVI

Pharmaceutical firms may exit a therapeu-
tic category due to low profits, and low prof-
its may also act ax an entry barrier for new
firms, Another report by 1IM Ahmedabad,
on whether drug price control increases ac
cess, concludes that there was a significant
decrease in sales volume past price control,
indicating decreased acoess.

Research for new drugs, for existing

and neat dlcastas switll ant haneas M oss
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WHAT WouLb You CHOOSE?

ALTHY REGIMEN l
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MEeDICAL STUDENTS ASSOCIATION OF INDIA .

Q&f‘ DIABETES

THe Sitent KILLER

l LIFELONG TREATMENT

~
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don't recognise rescarch and development
costa for new drugs and value the out-
cotnes they deliver. We urgently need new
drugs to address emerging threats like
anti-microblal resistance (AMR), as pa
thents fall to respond to the usual antibi
otic treatments. Efforts in the develop
ment of new antiblotics have esseatially
been stalled due to economic, reguh(ow
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pharmaceutical companies, 15 have aban-
doned the antiblotic ficld

For healthcare to be of better quality
and more affordable, innovation s re
quired on various fronts, This includes
changing how patients and consumers buy
and use healthcare, using technology to de-
velop ngw products and treatments, and
generating new business models that in
volve the horizontal or vertical integration
of separate healthcare organisations. Inno
vation can result in more convenient, more
effective and less expensive treatments for
today's time -strapped and empowered pa-
tients. It can reduce travel time and wait-
Ing time, and make communication better,
stronger and more relevant. Technology
can be a huge enabler for new drugs, diag
nostic methods, drug defivery systems and
medical devices, offering the hope of bet-
ter treatment and care that s lesy costly,
disruptive and painful

Our healthcare system has several bart
ers 10 Innovation, These obstacles can be
overcome by managing the various factors
that have an impact on healthcare innova-
ton. Mhysicians working in small practices,
haspitals and tng hormes are standal
and the dlag'nmnc medical device .md
blotechnology sectors are made up of thou-
sands of small firms. Therefore, Innovative
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activities can increase efficiency, improve
care and save time.

Innovation in healthcare presents two
kinds of financial challenges: funding the in-
novstion itself and then figuring out who
will pay how much for the product or service
it yhelds. A major problem is the long invest-
ment time needed for new drugs or thera-
ples. The meagre investment from the gov-
ernment adds to the magnitude of the
problem, Ger gulation of health-
care can sometinges ald innovation (HIV
drugy and at other times hinder it —difficul-
thes in reglastering new drugs and a weak IP
environment. A single-payer system
(through public hunhtzm) mndcn patient
focused
tech: “based lmmuon The govern-
ment's need to strictly control costs trans-
Lates ttsto Jess moncy for the care of the truly
sick, who are the biggest beneficiaries of
maost technology-based innovations.

For innovation to thrive, the NHP 2017
needs 1o be Inclusive and provide a level:
playing field for all stakeholders, including

the patients. It has to focus on an enabling *
and

not
only for the provigion of care, but also for re-

search, inchuding dnag discovery, behuvioural ﬂr"rEE

and economic influencers, snd disruptive
fow-cost models that function outside the
public delivery system
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