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CONCEPTUAL FRAMEWORK FOR HEALTHCARE REIMBURSEMENT DECISION MAKING

VALUES–OBJECTIVES

STAKEHOLDERS

STRUCTURES
PROCESSES

CRITERIA

ENABLERS
INHIBITORS

Values and objectives are positioned at the top. In the

Both dimensions are at the core of the overall conceptual

original drawing, values were depicted in a rather implicit

framework that is being proposed. They were also posi-

way. In this new visualization, values represent the link

tioned centrally in the original figure since they were con-

between the reimbursement decision-making system and

sidered to represent the substance of the system. The crite-

the higher levels: the healthcare system, public health and

ria are now positioned on the right, just below the values

society. They are also influenced by various determinants,

and objectives that should directly influence them.

which may include our own culture and worldview, our
history (for the values) or the political context (for the
objectives).

The structures and processes are positioned to the left of
the criteria and correspond to the procedural pathway.
Obviously, the way in which the structures and processes are

The next two main components are:

set out will also depend on our societal values and objectives.

> The structures and processes. How are decisions made?

Stakeholders are defined as those who have an interest in

Who is involved? Who makes the decisions? What are the

the system and play a part or should play a part in making

steps? What are the conditions for these procedures?

decisions. This role can be interpreted in different ways and

> The substance. What criteria are used in making
decisions?

at different levels, for example at the level of values, their
translation into criteria or the definition of and/or participation in the structures and processes.
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We have grouped under the heading “enablers and inhib-

The values, and the hierarchical order in which they are

itors” all the determinants that directly influence decision-

placed, will help us to choose adequate actions to realize

making. Most of these determinants can have a positive

them. The process of translation into objectives is one way

(enablers) and/or negative (inhibitors) effect on the system.

of making this more concrete. Values do come from society,

An example is the media, forming part of the enablers
and inhibitors, but not presented as stakeholders. The role
of the media in the system is not the same as that of the
actual stakeholders. However, the media does play a role
inside the system, which can be considered as either enabling (e.g. by requesting and stimulating transparency) or
inhibiting (e.g. by disrupting the process through biased
information).
The distinction between the macro, meso and micro levels is implicit in the visualization. Structures and processes will obviously be different at micro and macro levels.
However, during the discussions it was argued that the
underlying principles can and probably should ultimately
be the same. As for the criteria, there was a high level of
consensus that they should actually be the same at the
different levels even if criteria may be weighted slightly

and the importance and influence of societal values on the
healthcare system is not straightforward.
> Values correspond to answering the question “why?”
> Objectives correspond to answering the question
“Where do we go?”. They are partially based on societal
values and represent a first operational translation.
The objectives of a healthcare system and of a reimbursement policy were defined in a KCE (Belgian Health Care
Knowledge Centre) report1 from 2010 based on a comparative analysis of drug reimbursement systems in five
EU countries. They defined three objectives: system sustainability, equity and quality of care. Because these three
objectives are interdependent, the authors of the report
presented the objectives as a triangle to illustrate the need
to find a balance between the three objectives.

differently.
The stakeholders can also play different roles at different

E Q UI T Y

BILITY
INA

SUST
A

Values and objectives are different concepts, but they are

QUA
LI

Values and objectives

TY

levels, but should probably play a part at all three levels.

placed side-by-side in the drawing. Values have an ethical
claim upon us as human beings. They influence the way we

These objectives were not challenged or questioned dur-

behave and the way we make decisions. Placing objectives

ing the workshop.

and values together in the drawing is also a way of underlining their interconnection.

1

https://kce.fgov.be/sites/default/files/page_documents/KCE_147C_Drug_reimbursement_systems_4.pdf
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The discussions made it clear, however, that there is a sig-

the progress of mankind. This very much determines the

nificant gap between values (and the value system) and

way in which we think or feel or decide within our health-

objectives:

care systems.”

> It has not been made explicit how and which values form

This worldview is being challenged today by various trends

the basis for defining decision-making criteria.
> There is not necessarily a consensus on the value system,
i.e. which values are part of it and how they are ordered
(hierarchy).
This gap between values, objectives and criteria was identified in the workshop, but it was found that it could not
be bridged in the workshop context due to the need for a
societal debate.

and evolutions taking place in our society. Budgetary constraints represent one such challenge, but others include
the limits of the technology push and of the innovationbased model as we have been experiencing it in the last 60
years. (cf. Vollmann, pages 77).
The right to high-quality healthcare for all is also being
challenged. Recent data from the Research Centre of the
Flemish Government2 showed that this value no longer
seems to be shared by the whole population. One-in-five

Nevertheless, this gap is important, not for intellectual reasons

respondents from a representative sample of the Flemish

or to ensure that the system is designed in an appropriate way,

population considered that reimbursement of healthcare

but mainly because society has been and is still changing.

costs could be made dependent on the behaviour of the

Therefore, we should be clear about our values and the extent

person affected.

to which we agree or disagree on them. Due to the nature of
these societal changes and developments, they do justify a
societal debate around values and their translation into operational terms within the decision-making system.

This point of view potentially undermines the basis of solidarity, as contributors will be less inclined to contribute
to a system that they do not perceive as fair. Based on this
study, reimbursing the costs of people who are considered

The way in which our decision-making system is influenced

to have contributed to their own health problems is one

by societal values, as was explained during the workshop,

example of what is not considered fair by one-fifth of the

is highly dependent on our worldview in Western societies.

population.

The “modern world” view is dominant in our society, especially when we are considering medicine. One participant
described it as follows:
“We are actually determined by modernity and by our belief
in enlightenment. By the belief in progress. By knowledge
and increasing knowledge. By improving technology, we
are capable of doing things. We can change things. Certain
diseases that have not yet been cured are simply not cur-

One practical way forward to structure the societal discussion to define the values would be to take into account:
> Societal values relevant to the healthcare system and
resource allocation decisions (autonomy, individual freedom, equality, equity etc.);
> The importance of those values (weighting and
hierarchy);

able at the moment. In the end, we will be able to find cures
for them. This is our belief in the progress of knowledge and

2

Edwin Pelfrene, SVR 2013: http://www4.vlaanderen.be/dar/svr/afbeeldingennieuwtjes/gezondheid/bijlagen/2013-03-11-webartikel2013-2-gezondheidszorg.pdf
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> The content and implication of key ethical concepts related to resource allocation (e.g. solidarity, justice and the
proper role of responsibility, see chapter 5 above);
> The content and implication of ethical theories in rela-

three objectives of accessibility, quality and sustainability
provided by the KCE report to the following arguments:
> Equity: is strongly related to the values of solidarity and
justice, namely the willingness of people to publicly or-

tion to resource allocation, such as:

ganize a healthcare system that protects and promotes

- Egalitarianism: looking at the way in which the sys-

fair equality of opportunity for all by providing accessible

tem is equally accessible to all. Does it help to guar-

healthcare, based on the common interest shared by all

antee fair equality of opportunity by protecting and

people in the group.

promoting people’s ability to function?
- Consequentialism: focusing on the actual consequences of decisions and actions, possibly followed by
correction of earlier choices.
- A capabilities approach: looking at the way in which
decisions and actions contribute towards people’s
broader capabilities in terms of leading a good life (i.e.,
a holistic approach, looking beyond a merely func-

> Quality: in meeting the basic healthcare needs of people. It is a moral obligation of every just society to guarantee equal access to decent-quality care. As such, just
healthcare is not about the endless provision of resources and services to increase personal happiness. Its moral
importance is derived from the way it protects people’s
functioning and opportunity in a qualitative way.

tionalist interpretation of the goals of medicine and

> Sustainability: qualifications must be introduced to

healthcare by taking people’s broader quality of life

avoid unreasonable demands on social resources to im-

into account).

plement the right to healthcare. As discussed in chapter

In trying to provide an answer to these issues, we have to
be able to answer the question: “Why?”.

5, we must take into account both the internal and external dynamics of scarcity into account. Consequently,
as a society, we have to decide how much of the coun-

Once the answer has been better defined, it can serve as

try’s Gross National Product will be spent on healthcare.

a basis to answer the questions on the way forward and,

This should be followed by a discussion on what kinds

“Where should we go?” This is a political question and pro-

and types of healthcare should be included in this public

cess that leads to defining the objectives to be pursued by

package. This debate needs to take place in a transpar-

the system.

ent and democratic way. (See also the sections in this

Based on the discussions during the workshop and the theoretical background set out in chapter 5, we can relate the

chapter, “Criteria” and “Structures and processes”, which
address the question, “How?”).
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Criteria
Values (why?) and objectives (where to go?) are further

It is also clear that at the macro level, for example, a com-

translated into criteria to be used when making decisions.

mittee that advises on reimbursement and the conditions

Criteria are the response to the question “how?” which

in which a treatment is to be reimbursed, needs to strike

comes after both “why” and “where to go”. In the box below,

a balance between the following: a set of rather vague re-

the right column sets out the criteria for healthcare reim-

imbursement conditions where prescribing physicians are

bursement decisions, as they appeared during the work-

allowed to decide when and how the treatment is appro-

shop. In the left column we have listed the criteria as they

priate, and setting rather strict conditions, often leaving

are defined today in the Belgian decision-making system

limited room for the judgement of prescribers themselves.

for reimbursement of health interventions.
The criteria in the right column are arranged in sequence to
take into account their potential weight depending on the
level (micro, meso or macro) at which decisions are made.
The top of the list is more relevant to macro-level decisions,
while criteria further down the list are more relevant at the
micro level. This is open to debate and interpretation, and
there was a consensus among workshop participants that

The difference between the two columns expresses a gap
between an ideal situation and the current situation.
Not all criteria were discussed in detail during the workshop, and we will further develop in this section two specific criteria mentioned in the right column that were discussed in greater depth: medical needs and effectiveness
and cost effectiveness.

criteria should be quite similar for decisions taken at different levels.

3

CRITERIA TODAY IN BELGIUM

CRITERIA FROM WORKSHOP
AND DISCUSSIONS

- Budget impact
- Social and therapeutic need
-

-

Social need
Medical need
Fair innings 3
Budget impact

Therapeutic need
Organizational impact
Individual responsibility

Resources should be deployed so as to achieve the most equal distribution of healthy years across a population (Alan Williams 1997).
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MEDICAL NEEDS
As mentioned in chapter 5, concerning the issue technol-

The following descriptions of the “three steps of evidence”
are typically referred to in the European setting:

ogy push, the research agenda is very much dominated by
the market and therefore by the potential for profit. There
is little guarantee that this market-based approach will lead

Efficacy, effectiveness and efficiency
or cost effectiveness

to the most important medical needs being met.
The discussions in the workshop clearly advocated a change
of paradigm in this respect, with a need to identify and
prioritise unmet medical needs and develop mechanisms

Efficacy: the performance of a drug in strictly controlled situations such as the randomized clinical
trial, with stringent inclusion and exclusion criteria.

to channel research resources towards the most pressing

Effectiveness: the performance of a drug in eve-

needs. It should be noted that there is a distinction be-

ryday practice, where patients take other drugs,

tween medical need and therapeutic need. Medical need

are not always compliant and suffer from several

refers to the severity of a patient’s health condition and the

diseases.

degree of suffering or risk of dying. Therapeutic need refers
to the current availability of treatment options for a patient.

Efficiency or cost-effectiveness: what does it cost
in relation to its effectiveness?

When there are no therapeutic options for an existing
medical need, this is often referred to as an “unmet medical need”.

Part of the solution would be a more systematic use of registries and observational studies after a product has received
marketing approval. Results would be made accessible to

EFFECTIVENESS AND COST-EFFECTIVENESS

stakeholders. However, good registries are expensive.

During the workshop, considerable dissatisfaction was ex-

The traditional approach of pushing the cost of such stud-

pressed with the lack of evidence on effectiveness and the

ies towards the industry has potentially adverse effects

need for more and better discussions on comparative effec-

on the reliability of the data. The solution probably lies in

tiveness research. Decisions are often made on the basis of

“smart approaches” and in greater cooperation at the EU

efficacy because data on effectiveness is not yet available.

level, with public-private partnerships to reduce the cost of

Perhaps sufficient incentives do not yet exist for industry to

such approaches to build evidence along the way.

design studies to collect objective information on effectiveness once they have obtained marketing authorization.

The above discussion also shows that the availability of an
adequate health information system would make it possi-

Yet, reimbursement decisions should be based on data on

ble to obtain much more information on effectiveness and

effectiveness. As a result, better estimates of potential or

cost-effectiveness.

observed effectiveness are needed.
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LESSONS LEARNED –
REFOCUSING ON THE DEMAND SIDE

comparative effectiveness data, and certainly compara-

Some lessons can be learned from the various discussions

tive cost-effectiveness data, are not required for market
authorisation.

on the need to shift the focus of the healthcare system as

Apparently it is believed that the market will function prop-

a whole, as well as the system of decision-making on reim-

erly and if the drug is indeed better, it will take over market

bursement. The focus should be shifted from a supply-side

share from the drugs already on the market. If not, it will

to a demand-side orientation.

never gain a significant market share. However, this belief

Our decision-making system for the reimbursement of drugs
should contribute to the process of matching the supply of
therapies with the need. The decision-making system should

in a functioning market is too optimistic. Many examples
were provided of market mechanisms failing to ensure the
correct balance between demand, i.e. needs and supply.

also select for reimbursement those therapies, products and

This is partly compensated by the fact that reimbursement

services that correspond to real needs.

authorities increasingly request comparative effectiveness

Different cases and discussions in the workshop showed that
the healthcare sector is characterized by failures in the way the
market mechanisms operate. Discussions also revealed that
supply and demand are not as well matched as they could be.
The decision-making system itself is very much dominated
by the supply side, mainly because of the de facto monopoly
of initiative that exists on the supply side. For example, the

data, or at least predictions of effectiveness, on the basis of
models. However, even though therapeutic added value is
investigated, the decision to reimburse the new drug has
no consequences for drugs already on the market, which
continue to be reimbursed.
Two main routes were identified to compensate for this
situation:

industry takes the initiative to request the reimbursement of

> Should such market failures lead to a greater role for the

a new drug. Theoretically there is an opening for any stake-

State or more governance? What was advocated as a so-

holder to take initiative and ask for reimbursement, but in

lution is more governance rather than more State. In this

practice it will be the pharmaceutical or medical device com-

case, governance could mean mechanisms to compen-

pany that takes the lead. If the company’s policy is to concen-

sate for failures or intervene in the markets. These should

trate its marketing on specific countries, it will do so.

be defined and implemented with involvement of the

This supply-side orientation is an illustration of the influence of the “modern world view”, i.e. our belief that progress will solve all problems, as explained above.

relevant stakeholders.
In Belgium, some of the conditions are in place to adopt
such a process. The law makes provision for revising classes of drugs used in to manage specific diseases. An indi-

Our decision-making system is also based on the belief in

vidual revision one-to-three years after a reimbursement

a functioning market. For example, when a new drug ob-

decision is also possible and sometimes takes place.

tains marketing authorization (a decision often taken at EU
level), it means that in many cases the new drug will be offered in competition with other drugs that are already on
the market.

> More transparency can contribute to improved market
functioning. This is mainly through the availability of information on the effectiveness of treatments. If and when prescribers and patients have access to objective information

Whether or not this new drug is better than existing drugs is

on “effectiveness” and “efficiency”, better treatments will be

not a criterion for decision-making at the EU level, because

used more. Less effective treatments will disappear faster.
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Structures and processes
In terms of the criteria, structures and processes represent

The Accountability for Reasonableness concept (A4R – see

a response to the question “how?” This question follows

box below) was generally considered as a model on which

“why” and “where to go”.

to base an improved decision-making system.

In the case of “structures and processes” as a component of
the decision-making system, a strong consensus emerged

Accountability for reasonableness (A4R)

among workshop participants. There are probably three
reasons for this:
> The perception that the existing structures and processes
are not meeting expectations and should be overhauled.
> The possibility of compensating for the lack of a clear
translation of values into objectives and criteria by ensuring fairness in the decision-making process itself.
> The possibility that good structures and processes may
protect against possible inhibitors, i.e. factors that hinder
decision-making based on valid criteria and in line with
societal values and objectives.

A4R comprises four criteria by which the strength of
decisions can be measured:
> Publicity: decisions should be made available to
the public, which means more transparency.
> Relevance: decisions should be influenced by
evidence that fair-minded people would consider relevant.
> Appeal: there must be mechanisms for challenge
and review of decisions reached.
> Enforcement: there should be effective mecha-

The table below outlines the main concepts that were inte-

nisms to ensure the other three conditions are

grated into the mind-map.

implemented and regulated.
Daniels and Sabin (1997)

The workshops discussions went further than the concept
STRUCTURES AND PROCESSES

of A4R and explored:

-

-

• Transparency
• Relevance
• Appeal is possible
•
Principled compromise
Multi-disciplinary approach
EBM – HTA
Guidelines

> Solutions to make A4R work in practice;
> Some of the principles of A4R, such as publicity, which
was considered to be a partial answer to the need for
greater transparency;
> Additional concepts or principles that should be integrated in an ideal decision-making system.

p. 138

J U S T ICE & S OL ID A RI T Y IN P RIORI T Y S E T T ING IN HE A LT H C A RE

In terms of operationalization, the concept of principled

LESSONS LEARNED

compromise was presented during the workshop. This
concept was considered to be a potential to complement

T R A N S PA R E N C Y

A4R in that its application would make it easier to develop a

Transparency, of which publicity is a part, is a condition for

decision-making system along the principles of A4R.

a functioning system based on A4R. It received much more
attention during the discussions than some of the other un-

Principled compromise:
During the decision-making process and the related
debates, statements and communications should be:
> Reliable: there should be no over claiming.
> Reflective: critically robust positions should be
aired and debated.
> Respectful: negotiations should take place in a
democratic spirit.
Huxtable (2012); see also page 72

derlying principles, probably for two reasons:
> The low level of transparency in the current reimbursement decision-making system. This is true in Europe in
general and also in the Belgian system. Making the system and its decisions more transparent was considered
by participants to be a separate key objective.
> The need for greater transparency to compensate for market failure. Transparency can lead to better functioning
markets because market players will be better informed
when they make their decisions. The need to create more
reliable information on effectiveness, as discussed above,
is part of this need for greater transparency.

Principled compromise is proposed to assist in those negotiations that take place in situations of scarcity, complexity
and uncertainty, which are three characteristics of the situation in which reimbursement decisions are made.
The three “R”s (reliable, reflective and respectful) complement, or can be considered as necessary conditions to fulfil
the four principles of A4R.

R E V I E WA B L E D E C I S I O N S
Clearly, the key meaning of appeal within the A4R principle
is that decisions should become final only after a process
in which the preliminary decision is shared with all stakeholders. The decision can thus be reviewed. This concept of
reviewable decisions does, in fact, go beyond the concept

Workshop participants agreed that work remains to be

of appeal in the A4R framework, and it also serves other

done to transform both A4R and principled compromise

purposes.

into an operational decision-making system, but that the
basis for developing it is in place. Lessons learned from the
discussion that could contribute to develop a new decision-making system are discussed below.

As a participant in one of the panel discussions pointed out:
“If we are to have a just decision, it has to be conditional in
the sense that we must be aware of new evidence coming
along all the time, and we have to reassess it.”
Original decisions on reimbursement are made in conditions of uncertainty and based on incomplete evidence.
Not making a decision for this reason is not the right approach, because it would prevent innovations reaching the
patients who need them. Making decisions systematically
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and permanently reviewable after they have received initial

The discipline of risk assessment was also mentioned as

approval for reimbursement is considered to be one solu-

something that could add value to the process. In risk as-

tion. We refer here to the above discussion on effectiveness

sessment, concepts such as complexity, uncertainty and

and the need for registries.

ambiguity are analysed to estimate risks, such as the risk of

There is also a need to make decisions more quickly than
is commonly the case today. The principle of reviewing de-

making a wrong decision. A number of health economists
also have expertise in this field of risk assessment.

cisions facilitates improvements in speed, as uncertainty

One final argument supporting the multidisciplinary ap-

is accepted as inherent to the system and it is understood

proach is the need for a holistic approach to decision-mak-

that no decision is definitive.

ing. Reimbursement decisions are not made in a closed
environment, but within complex healthcare and public
health systems. These decisions must be embedded at eve-

A M U LT I D I S C I P L I N A R Y A P P R O AC H

ry level and weighed against alternatives.

The value of bringing new disciplines or types of expertise

For instance, prevention and financial incentives for chang-

to the decision-making or even the negotiating table was

es in behaviour were frequently mentioned as important

regularly mentioned as a way to improve decisions. The

aspects of better health policies, together with other poli-

main reason for this is linked to the complexity of the deci-

cies in the context of public health. A multidisciplinary

sions. It is also linked to the fact that additional disciplines

approach is expected to broaden the debate and allows

bring in different viewpoints that make it possible to fully

bridges to be built between healthcare reimbursement de-

understand the complex situation, thereby leading to bet-

cisions and other health policy decisions.

ter decisions. Examples include:
> The presence of patients, which makes it possible to contribute expertise gained through experience, comple-

S T R U C T U R E – T W O - T I E R H E A LT H I N S U R A N C E

menting the other experts (on economics, therapeutic

There was a general consensus that not everything can be

aspects, etc.);

reimbursed, given the financial resources available. A two-

> The involvement of ethicists in the decision-making process at times when data is unavailable and a decision still
needs to be made.

tier approach was suggested, differentiating between a
“basic package” that would be available to everybody and
would maintain the principle of “full solidarity” (tier 1) and
an “additional package” that could be more flexible in terms

This multidisciplinary approach can also be one element of

of what the insured person wishes to contribute in return

a solution to adapt the decision-making system to handle

for receiving certain insurance benefits (tier 2). This could

uncertainty. Decisions must be made in situations that are

be implemented as follows:

not only complex, but also feature a high level of uncertainty. Bringing in other disciplines such as ethics or sociology can help to clarify the different issues at stake and
make a more appropriate decision even in such a context
of uncertainty.

> Cost-effective treatments for diseases caused by societal
and genetic determinants should be available to all.

p. 140

> Treatments that are not cost-effective or less cost-effective and/or treatments for conditions that are less severe
could come under tier 2. The distinctions, however, between cost-effective and less cost-effective and between
severe and less severe, are not easy to make.
> When discussing a two-tier-insurance system, conditions
in which the person’s lifestyle plays a role create a specific
problem. There is a controversy about whether diseases
which are related to lifestyle should be covered in tier 1
or tier 2. Chronic diseases such as diabetes, obesity and
cardiovascular disease include a lifestyle component. For
most people, treatments for these conditions belong in
tier 1. Indeed, penalizing less well-educated people with
poor lifestyles, for instance, might be considered unethical. Positive incentives that influence behaviour and
lifestyle (e.g. healthy nutrition and physical activity programmes) could be considered in tier 2.
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Stakeholders
STAKEHOLDERS INVOLVED
IN THE BELGIAN SYSTEM

STAKEHOLDERS THAT
WHO SHOULD BE INVOLVED

-

-

• Employers
• Employees
Health and Disability Insurance
- Healthcare service providers
- Health Industry
-

Citizens
Politicians
Health industry
Healthcare service providers
Patient organizations

The table above presents the stakeholders who play a role

considered to represent patients, i.e. their own members

in reimbursement decision-making.

requiring medical service. In general, citizens are presumably represented by politicians.

The column on the right is based on the stakeholders who
were identified during the mind-mapping exercise. There
was some consensus on including these stakeholders. The
left column is a presentation of the stakeholders in the
Belgian decision-making system today, which includes
both those involved at a strategic level, i.e. employers and
employees, and those involved at the operational level.
The differences between the two are small. The first differ-

THE ROLE OF THE CITIZEN-PATIENT
In the box below, the citizen-patient is further subdivided into
three distinct categories. This distinction is important because
the interests of the same individual can differ significantly depending on the category to which she or he belongs.

The different roles of the citizen-patient

ence is the specific role of employer and employee organizations (trade unions) in Belgium, where they act as those
financing the system through social security contributions
paid by both employers and employees. These did not
emerge during the mapping process in the workshop. This

Citizen and taxpayer: a party interested in a system designed to serve society as a whole, as a financier and as a potential beneficiary.

is probably due to the fact that citizens contribute to the

Service user: a customer receiving services within

system via taxes and social contributions, so that those fi-

by the healthcare system.

nancing the system also appear in the right column.

Patient: a person with an illness who relies on the

The second, and related, main difference is linked to the

system both to provide services and to cover part

citizen-patient. Patients have a rather informal presence in

of the cost of treatment, i.e. a main beneficiary of

the Belgian system, which can be partly explained by the

the system.

special status of the sickness funds (mutualités), which are

p. 142

J U S T ICE & S OL ID A RI T Y IN P RIORI T Y S E T T ING IN HE A LT H C A RE

During the workshop there was no specific or systematic

Moreover, the term “appropriate” can be interpreted in dif-

discussion of the role of citizen-patients. Nevertheless, they

ferent ways. A prescriber may find a treatment to be ap-

were often mentioned in discussions. The following lessons

propriate if the benefits outweigh the risk. However, from a

can be learned from the two directions taken by participants:

societal point of view, a treatment may only be appropriate

> Barriers exist to involving citizens and patients. Many

if it is also cost-effective and affordable.

people involved in decision-making processes have

For decision-makers at the macro level, the patient is a

concerns mainly due to the risk of subjectivity, but also

more abstract concept because of the distance and the

because of the asymmetry of information. However, solu-

fact that patients are seen as cases or cohorts rather than

tions exist to overcoming these barriers.

as individuals. This aids decision-makers to be “objective”

> Citizen-patient involvement in decision-making has real
value, but the right type of citizen-patient must be selected: citizens for certain types of decisions, such as ethical choices; customers for other types of decisions, for
example at the level of institutions; and patients for their
specific expertise based on their experience.

and not influenced by emotions when making decisions.
However, the prescriber is faced with an individual when
making decisions or recommendations. (See also the fundamental difference between “statistical lives” and “identifiable lives” discussed in chapter V.)
Medical advisers working for sickness funds provide the
first line of “support” for the prescriber acting in the gatekeeper role. The colleges for orphan drugs are another ex-

THE ROLE OF THE PRESCRIBER
The role of the prescriber was also discussed, more systematically and probably in greater depth than the role of the citizenpatient. The consensus is that the prescriber plays a key role in
the system. The system expects a lot from prescribers, whether
in primary, secondary or tertiary care. Based on the discus-

ample of a decision-making process for individual patients
in which a group of experts gives advice to the organization’s medical officer (médecin-conseil) who then takes the
decision. This is limited to treatments for rare diseases that
are often expensive, and is generally considered to represent good practice.

sions, these expectations are expected to grow.
H A N D L I N G R E A S O N A N D E M OT I O N
SERVING T WO CLIENTS –

Reason and emotion are very closely linked to objectivity

B OT H T H E PAT I E N T A N D S O C I E T Y

and subjectivity. This was very well illustrated by a question

From the health insurance perspective, the prescriber is
implicitly expected to play a role of gatekeeper for society.

put before the participants by Yvonne Denier in her role as
philosopher:

If a treatment is not appropriate, it should not be offered

“The sky cannot be the limit and we cannot do every-

to a patient. However, we have seen that the reality is not

thing we can even if we wanted to. However, if one of

that simple, particularly because the prescriber will decide

my daughters gets seriously ill tomorrow, all this van-

in situations where there is room to discuss with a patient

ishes. I want physicians to do everything they can to

whether a treatment is justified. This often requires balanc-

save her. Even though I know that this is completely ir-

ing rational and emotional arguments.

rational. What should I do as a philosopher and as an
ethicist?”
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Potential solutions to help prescribers play this balancing
role between reason and emotion are covered in the section, “Enablers and inhibitors”.

CHANGING THE BALANCE OF POWER
Much has been said about the role of citizens and patients
in the decision-making process. Giving these two stake-

Another issue that relates to the role of the physician is

holders a more prominent place in the decision-making

time management. Our system strives to achieve efficiency,

process will contribute to the objective of “more govern-

which means keeping consultations short. Physicians can

ance”, to greater transparency and to an improved focus on

only play the various roles that society or the health insur-

the demand side.

ance system expect of them if they take the necessary time
to enter into a dialogue with the patient and help them to
make informed decisions.

However, there are risks and difficulties associated with
this shift of power. Considerable barriers and risks exist,
but none are impossible to manage. This should be done in

If we wish to move beyond medicine, take a holistic ap-

order to harness the value and improvements that can be

proach and integrate reimbursement decisions into the

achieved with a better power balance.

wider context beyond medicine and public health, we need
to invest in more time, both for general practitioners (primary care) and specialists (secondary care).

T H E I N F LU E N C E O F R E I M B U R S E M E N T R U L E S
The way in which medical interventions are reimbursed has

LESSONS LEARNED

some adverse effects on the behaviour of medical service
providers. For instance, it has recently been shown that in

FILLING THE KNOWLEDGE GAP ON EFFEC-

Belgium, computed tomography (CT) scans are currently

T I V E N E S S – T H E R O L E O F PAT I E N T S A N D

overused at a rate of about 30%.

P H YS I C I A N S

The use of antibiotics in Belgium is still one-third higher

The need for initiatives to fill the knowledge gap described

than the EU average and there are 15% more hospital ad-

above in relation to effectiveness is also addressed in other

missions. Forecasting and testing of the potential behav-

sections. Many stakeholders can play a role in this process.

iour of service providers should probably be done system-

Certainly, medical professionals and patients could also

atically before defining payment or reimbursement rules.

play a role. They are a potential source of reliable informa-

This could be one way of minimizing such adverse effects.

tion on effectiveness and both have a direct interest in accessing reliable and up-to-date information on the effectiveness of treatments.
Initiatives such as www.curetogether.com, www.pratenovergezondheid.nl and www.healthtalkonline.org are examples of how this potential is harnessed through initiatives
that fall within the broad category of social innovation.
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Enablers and inhibitors
The enablers and inhibitors from the mind-map include:

policies, it means that the patient should be given a greater
share of responsibility and be heard in the decision-making
process. And when patients talk about empowerment, they

ENABLERS AND INHIBITORS
-

Market mechanisms
Empowerment
Capacity building and education
Scarcity
Uncertainty
Emotions
Media
Social media
Framing

mean all the above but they also add the opportunity to
say no. They want to be actors in process of co-decision or
they even want to make their own decisions about their
own lives.”
The term “empowerment” was challenged by another participant, who commented that it is overly influenced by the
neo-classical, paternalistic approach, and suggested using
the term “building capability”.
The concept of building capability is necessary for the patient and for caregivers. For the patient, the main barrier is
the asymmetry of information between caregiver and pa-

Just five of these enablers and inhibitors are developed

tient, compared with the expectation in terms of shared

in this section; most are covered in chapter 5. This section

decision-making and the patient’s individual responsibility.

covers empowerment, conflicts of interest, handling uncertainty, handling emotions and framing.

Resolving this asymmetry of information creates tasks for
the public sector, patient organizations and caregivers.

Uncertainty, emotions and framing were important issues

This involves an educational task on the part of caregivers.

in the discussions and are directly linked to several of the

Caregivers must explain to patients the benefits and risks

points raised above. Empowerment complements the is-

of treatments, as well as preventive and diagnostic meas-

sues raised earlier concerning the prescriber serving two

ures. However, this must be “fruitful” information that goes

clients.

beyond fundamental and factual information. It must be
information that makes sense to every individual to help
inform wise choices. This can be considered as part of care.

EMPOWERMENT
Empowerment (of the patient) is a concept that is not un-

It is information-related care, which is an essential element
of empowerment.

derstood in the same way by different actors, as analysed

It should be noted that building capability is also relevant

well by one of the participants.

to other stakeholders. For instance, a committee that needs

“Doctors seem to associate empowerment with compliance; they think it depends on how well they are able to
explain the benefits of the treatment and to ensure that the
patient can understand it properly. In hospitals the same
word is used when they want to ‘educate’ the patient to become autonomous when leaving the institution. In health

to advise on reimbursement and whose members have no
training in health economics, is not well equipped to provide well-informed advice.
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CONFLICTS OF INTEREST
Conflicts of interest, which were considered inhibitors,

access. In this section, we explore some ways of handling
this higher degree of uncertainty.

can arise at various levels and at different times. Examples

When considering the four criteria applied to reimburse-

include:

ment decisions, there is uncertainty in relation to each.

> It is important that those people or organizations establishing guidelines are free of potential conflicts interests.
This is important to the quality of the guidelines.
> Prescriber decisions can be influenced by advertising, incentives and even by the effect of the decision on their
personal earnings.

EFFECTIVENESS
To prove that their therapy is better than what already exists, industry must carry out trials. The trials show that the
new drug is better but the trial is conducted over one year.
However decision-makers want to know what the situation

> Patients’ susceptibility to influence from industry,

will be five years from now. The trial is always too short in

for example through advertising or funding of asso-

comparison with what decision-makers would like to know.

ciations is a barrier to greater patient involvement in
decision-making.
Interests are inherent and cannot be avoided, but it is nec-

MEDICAL OR THERAPEUTIC NEED

essary to ensure that these interests do not lead to conflicts

This is also an important area of uncertainty. Is it a severe dis-

of interests. The solution lies in greater transparency and

ease? How severe compared to other diseases? A relevant

improved governance. Both are essential elements of a

issue raised in discussions is that we look at needs through

good decision-making system, while both require actions

filters. As one participant commented, decision-makers are

the described above. In this case, transparency means that

“proxying demand” by imagining that needs exist at all. This

all of those involved in decisions must provide the informa-

underlines the supply-side approach in the current system.

tion that allows the organization to judge whether there is

As a result, it creates the intrinsic weakness of the system to

the potential for a conflict of interest.

integrate the demand side in decision-making.

Governance corresponds to the need to intervene in market mechanisms whenever conflicts of interest could disrupt the functioning of the market.

CO S T - E F F E C T I V E N E S S
Often considerable uncertainty surrounds cost-effectiveness. Our methods are not optimal as both costs and ef-

HANDLING UNCERTAINTY
As discussed earlier in this chapter, reimbursement decisions are made in a context of uncertainty. However, the
system is not inherently designed to address this uncertainty. This creates tensions. The degree of uncertainty is also
expected to grow, if we give patients the benefit of faster

fectiveness are difficult to define precisely. Moreover, one
can claim that something is cost-effective, but if we look
at the calculations in detail, many mistakes and unjustified
assumption can sometimes be found.
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B U D G E T I M PAC T

HANDLING EMOTIONS

The same shortcomings apply to assessing budget im-

Clearly emotions play a part in decision-making.

pact, where calculations are based on too many unknown

Stakeholders face the challenge of balancing the interests

variables.

of society against their individual interests and emotions.

An example of how uncertainty is managed today concerns
“performance-based agreements” (Coulton et al. 2012).
These agreements involve entering into contracts with in-

Emotions should not always be viewed as “inhibitors”. They
are inhibitors only when based on incorrect or biased information or on incorrect framing, which is discussed below.

dustry whereby the price paid depends on the future effec-

During the workshop, various solutions were proposed to

tiveness of the therapy. As one participant commented: “If

meet the challenge of adequately handling emotions:

your drug is not as good as you promised you will have to
refund us this much money.”

> At the macro level, changing decision-making processes
to take the situation of individuals more into account

Another approach is to take conditional decisions. This was

(see also above). The systematic and representative use

also explained by a participant: “We will give you the ben-

of patient experiences as an expert input into the process

efit of the doubt and two years from now we will discuss

would definitely expose decision-makers to parts of the

this again and see whether we have more certainty about

reality that they currently take less into account.

all of these aspects. Only then will we make a final decision.”

> At the micro level, training healthcare professionals to

Another participant commented that a decision must al-

act as gatekeepers and to better manage the tensions

ways be conditional if it is to be a just decision. It must be a

resulting from the rational and emotional dimensions of

conditional decision because:

their relationship with the patient.

> At the time when we make the decision, we know that the
evidence on which we base that decision is incomplete.
> We know that the future will bring new evidence. When
this additional evidence becomes available, we will need
to reassess.

> Empowering patients will improve the patient-physician
dialogue and shared decision-making processes at both
the micro and macro levels (see above).
> Promoting guidelines for use by prescribers could be a
solution. The advantage of guidelines is that they document the state of the art and the consensus on what to
do in given situations.
> Another solution is setting out more explicitly our willingness as a society to pay for health benefits, and the
factors that affect that willingness to pay. For instance,
it may be that we are willing as a society to pay more for
health benefits for patients with rare diseases. This view
is not necessarily irrational if it has been established according to the principles of accountability for reasonableness and principled compromise.
> Better framing the information that informs the decisionmaking process is another way forward.
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FRAMING
Building upon the issues discussed so far, a final factor that
can act as an enabler or inhibitor is “framing”. This means
that people react in different ways to information they receive, depending on the way in which this information has
been presented. For instance, it makes a difference whether
the information is presented in absolute numbers or as a
percentage, or whether the information is presented in a
positive or negative way.
Framing may become an inhibitor if those who are supposed to make decisions are only confronted with one way
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