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31 October 2011 | The information needs on diabetes of people with an
intellectual disability

For people with an intellectual disability diabetes means the same as far
anyone else. However, in diabetes selfmanagement they are maore dependent an the support
of a professional caregiver or a member af the family. So far, no customized information
gxists. These findings were recently published by researchers at NIVEL and the university
hospital UMC St Radboud in the Journal of (ntellectual Disability Research, maore [

f 11 October 2011 | Respect and communication more important than
waiting time

o
E Respect and communication are weighed most heavily in patient's overall

assessment of care. Structure aspects, such as waiting times, also confribute to the averall
assessment, Managers and professionals inhealth care should focus on improving these
aspects ifthey aim io increase the overall judoement of care given by patients. These
findings were recently published by the MIVEL and the Centre for Consumer Experience in
Health Care in the journal BMJ Quality & Safety. more [F]

5 Cctober 2011 | Valuable tips for medical consultations, Patients speak
up for themselves

Y FPatienis are very capable of paricipating in discussions about the quality
of communication that takes place in the consulting room. They have also given valuable tips
for doctors and patients in this situation. This is evident from recent publications by
researchers from the universities of Ghent, Utrecht, Liverpoal and Verona, together with
MIVEL, in scientific journals thatinclude Patient Education and Counseling. mare [

I Current international projects

WHO funded research: EC funded research:
+ PC Evaluation Tool for transitional * PHAMEU: PC Activity Monitor
countries * QUALICOPC: Quality and costs of PC
+ PC Quality Management in in Europe
transitional countries +* EURHOMARP: Home Care in Europe

+ Integration of vertical programmes in * APRES: Prescribing antibiotics in PC
PC + EUGATE: Health Care for Immigrants

. ived by health care

s an interview study. [

astroenteritis iliness and deaths in

e elderly associated with norovirus e mics [

+ The appropriateness of prescribing antibiotics in
the community in Europe: study design. [

On September 28th
prof. Masake Li and
prof. Ryuki Kassai
from Japan visited
MIVEL as part of their
study visitto the

Metherlands. More

NIVEL publications on Health care in Europe




Little introduction ...

Field of research: the evaluation of health
law. Not as a lawyer, but as a social
scientist.

Was involved in around ten evaluations of
health law: on organ donation, health
insurance, blood supply, advertising for
medicines, complaints handling etc..

Deputy director of NIVEL



And you?

Can you mention a national policy or
program that your research relates to?
What is it?



Evaluating system
changes in health care:

why
and
how



WHY

Doing research is fascinating

Research can play a role in society



Socially Sustainable
Finland 2020

Strategy for social and health policy
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Evidence based
policies?



WHY

But, in practice government has a mixed
attitude towards research.

Results can be inconvenient, the
researcher blamed as being wrong, at
the wrong moment or naive or just
ignored.



WHY..a role in society

" Strong expert institutions
enhance the effectiveness and

o bk cost-effectiveness of public

decision-making.”

" The information basis for
decision-making will be imﬂroved
through systematic foresight
efforts, which will also be used to
identify weak signals.”

© Suomi 1020

From : Socially Sustainable Finland 2020; Strategy for social
and health policy. Finish ministry of social affairs and

health. Dec. 2010



TwoO major issues...

Evaluating system changes needs a more
explicit and shared methodology,

- designs are often the result of personal
liking,

- management of expectations among
policy makers is difficult...

The evaluation of system changes comes
very close to the day to day politics

- we need a more worked out strategy
for the interaction with policy makers ......




HOW (1)

A research methodology for J
the evaluation of system | &

changes ..

... @ RCT is not the
Instrument to use, you
need another
methodology




HOW (1)

The evaluation of system changes is research with
specific conditions:

multiple interventions (single interventions won’t work)
multiple actors with multiple agendas (that’s society)

multiple goals, vague goals, opposing goals (politics
need these to get things done)

changes in goals and instruments along the way
(results of learning and policy changes)

interventions are reinvented (that’s what you want)
there will always be surprises (you can be sure of that)

interdisciplinary research (= needed) requires
cooperation between different research cultures

This requires a fit to measure research strategy



HOW (1)

These were all context factors that influence the impact
of interventions, programs and policies.

How about the context of your research

Can you identify three or more context factors that are
relevant for the impact of interventions, programs of
policies that your research relates to?



HOW (1)

We need to get into the policy tool-kit and
analyse it's mechanics

Policy makers say: publishing quality
iInformation on care providers will make
patients choose and thus improve quality.

So they made legislation on publishing quality
information

But does this work?



HOW (1)

To learn whether this works we need to
answer several more detailed questions

The idea that patients will choose their
care provider based on quality
information is based on several
assumptions (if-then relationships) that
should be reconstructed and can be
tested



HOW (1)

Let’s try such a reconstruction (without being complete)

Steps in the framework

Assumptions

1. We will make legislation
stating the obligation to publish
individual quality indicators

There are no privacy problems in
doing so

We have the means to enforce
publication

2. We will publish information
showing differences in quality

The instruments to assess this
information are valid and reliable

3. Patients will use this
information to choose their care
provider and act accordingly

Patients are interested in this
information and are willing to
change care provider

4. Care providers do their best
to improve their quality

Care providers are afraid they
will lose patients




HOW (1)

Can you make this scheme for the program or policy your

research relates to?

Steps in the framework

Assumptions

1. We will make legislation
stating the obligation to publish
individual quality indicators

There are no privacy problems in
doing so

We have the means to enforce
publication

2. We will publish information
showing differences in quality

The instruments to assess this
information are valid and reliable

3. Patients will use this
information to choose their care
provider and act accordingly

Patients are interested in this
information and are willing to
change care provider

4. Care providers do their best
to improve their quality

Care providers are afraid they
will lose patients




Patients choice
Fatients are critical towards
costs, quaity and other
aspects ke walting 1mes, and
ke alivnal chioices
for providers, based onthese
factars.

Willingfable to choose |
Patients a-e willing
- o choose and are willng and
dble Lo lravel and swilch
provider. THS williigness to |
smitr“h is infuenced h,f satig—

Incentives to watch costs
Patierts receive checks,
have to make co-
rayments, and excess payments
and have 1o-1isk benefits to corH
tront them with costs of care.

Informed

- Fatients are awae of costand

—biquali[,f differences allowig then .

-to compare all aspects insteac
| of focusing on price alona.

&

I
1

17

Advice & support
Patients that have 10 access to
the infarmation or are not
akle to make choices receive
advice and support

Information usage
Patiznts want informatian, know
where they can find it and
trere is not too much
information/choice. Therefore,
they can and are wiling to
115e the informat on

Comparative information
Information on the comparative
parformancea, fie ideatity, costs

anc other aspects of the res-
pective pariesis discloced and
published through public media.

= pclicy geal
| | = cenditions
= transparency
_—
i 1 =insurance
oo
I 1 =cther
[
(S|
—m - positive
influsnce
- - negative

influznce

A

Classification
The quality of catticular aspecis
0° health providers is monitored
and measured to provice valid
and ~eliable comparative
informadon.

F Y

Quality indicators
Standarc gLality measuras
exist in ordar to measure
avariety of quality aspects and
information about expeiences
o° petients with providers

Freedom of choice
Fatients are freeto
chivose for lhe provider lhey 51-
arcfor. Thoy arc alco aware of |
this reedoT.

: Sufficient supply
There are sullicienl providers
to choose between |

1

: Influence consciousness
1 Amedia campaign ma<ec

: patients aware of the choice
1
1
1

possibilities in health care.

e ———————

I Insurance with contracted care .
Payment by insurer i : Payment in kird policies but also
With inst-ances that offer 5 1 some reimbursement anlicies
payment ir kind, the insurer 3 3 may restrict tre choice of
directly pays the provider. 1 providers. Choocing alternative :
i1 previders results in a penalty.

Teerariserraerenrens loo seamerasisaiieirn mmrdnareasbrareniee

AL AL LI T ELT

14 : Preference for payment in kind : :

+ Patients prefer payment in kind
¢ hecause of price and security.

15' Safeguards for sufficient choice @
With payment in kird, insurers
are obliged to contract enough

: Insurers prefer payvment in kind  :
because of quality insurance ¢
and feer of loosing clients. :

occ.oc‘.o.b.oco.o.t.4o.ono.o.o.oc..-.o.ic‘ SaserTesiasirasirasenn

providers and patiznts can cheose
¢ Tor noiFconbiacled provider s, :

A rcimburcorrent pelicy typically :
ives consumers free choice.  *

T

16 : Different kinds of insurances ;
: There are two knds of :
: insurarces:
: payrrent inkind and

reimbu-sement policies.
Insurers and consumers
may choose insurance knd

TIPS At DA T -'

.



HOW (1)

So, for each individual assumption
we can test whether there is
evidence that it may work (on
forehand - ex ante)



HOW

The assumptions can be tested, first in desk research

Assumptions

Desk research

1. There are no privacy problems
in doing so and we have the
means

What can we learn from other
legislation, regarding privacy?
Are the means to enforce
compliance legally sound?

2. The instruments to assess this
information are valid and reliable

Have the indicators been tested
scientifically?

3. Patients are interested in this
information and are willing to
change care provider

What to learn from previous
research on patient’s change?
Are there examples in health
care that can be studied?

4. Care providers are afraid they
will lose patients

Do care providers believe they
may lose a relevant market
share because of patient
choices?




HOW (1)

There may be inconsistencies
between assumptions

These should be analysed



HOW (1)

And,

By focussing only on the assumptions
you focus on the expected
developments and are likely to miss
the unexpected developments.
These may be positive or negative



HOW (1)

So,
You also need to look for events that you
don’t expect.

In addition to the reconstruction of the
policy theory, and the analysis of its
consistency, you need to address
stakeholders. They may inform you about
these events and make you aware of

them..



HOW (1)

So,

You also need to look for events that you
don’t expect.

In your area...were there events you didn't
foresee that had a major impact on your
results, or may have?



HOW (1)

The assumptions can be tested, also in practice

1. There are no privacy problems
in doing so and we have the
means to enforce publication

Were there any court cases
demonstrating privacy problems
or compliance problems

2. The instruments to assess this
information are valid and reliable

Have data been published?
Can we test published scores
against a golden standard?

3. Patients are interested in this
information and are willing to
change care provider

Do patients read this
information, what patient
groups? What patient groups
change care provider?

4. Care providers are afraid they
will lose patients

Do care providers experience
changes in patient streams

5. Non expected event

Did the non expected event
occur and what did it do?




Reconstruction of the policy theory

Steps in the Steps: were they
framework, how they employed as
are supposed to work intended?

Goals

Impact

Were the
steps
employed as
intended,
were there
unexpected
events
do we
see changes

Usually not
well defined,
they have
to be destilled
from
documents
and people

as expected
or surprises?

Assumed relationship between
Did the steps work out as

expected. What about
unexpected events ?

Goals and framework steps




HOW (1)

Five steps

1: To reconstruct the framework of concepts
that policy makers used to make a policy

2: To identify the fundamental assumption in
this framework

3: To test the validity of these assumptions
through research

4: Be receptive for the non expected events

5: To confront this research with the
assumptions and thus with the framework of
the policy maker



HOW (1)

Towards a more explicit and shared
methodology

Further reading...
Literature on program evaluation
Realistic evaluation



HOW (2)

The interaction with policy makers

Increasing the likelihood that your
results are being used ...

... the key word here is interaction ...



HOW (2)

Policy makers
usually don't read
the academic
journals

Have a
communcation

policy




HOW (2)

And...

The concept of
time is different
for academics as
compared to
policy makers
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Finaly: Is 'anybucr)d aitin
your information?



HOW (2)

Create productive interactions:




HOW (2)

Create productive interactions:

Before: discuss your research questions
and inquire about relevant dates in time

At the start: share reconstruction of policy
theory (it's a good validity check)

During: discuss intermediate results

Nearly after: discuss results and their
meaning

After: organise meetings and communicate



HOW (2)

Yes, you will be influenced (that’s the idea)
Yes, this sometimes creates very tricky situations

(don’t do this alone, but organise backing, checks
and balances)

(research questions can be negotiated (or
questions added))

(results can not be negotiated, but interpretations
will be negotiated ... and you’'d better be aware
as early as possible)



Why and How

Why... because it’s fascinating and may be useful

How...

Evaluating system changes needs a more explicit
and shared methodology ...

and be aware of the policy makers’ agenda both in
terms of concepts, communication and timing



