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Introduction:  The  growing  movement  of  innovative  approaches  to chronic  disease  manage-
ment in  Europe  has not  been  matched  by a  corresponding  effort  to  evaluate  them.  This
paper  discusses  challenges  to evaluation  of  chronic  disease  management  as  reported  by
experts  in  six  European  countries.
eywords:
Methods:  We  conducted  42  semi-structured  interviews  with  key informants  from  Austria,

Denmark,  France,  Germany,  The  Netherlands  and  Spain  involved  in  decision-making  and
valuation

hronic care
urope
hronic disease
arriers

implementation  of  chronic  disease  management  approaches.  Interviews  were  comple-
mented  by  a  survey  on approaches  to  chronic  disease  management  in each  country.  Finally
two  project  teams  (France  and  the  Netherlands)  conducted  in-depth  case  studies  on  various
aspects  of  chronic  care  evaluation.
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We  identified  three  common  challenges  to  evaluation  of  chronic  disease  management
approaches:  (1)  a lack of  evaluation  culture  and  related  shortage  of capacity;  (2)  reluctance
of payers  or  providers  to  engage  in  evaluation  and  (3)  practical  challenges  around  data  and
the  heterogeity  of  IT  infrastructure.  The  ability  to  evaluate  chronic  disease  management
interventions  is influenced  by contextual  and  cultural  factors.
Conclusions:  This  study  contributes  to  our  understanding  of  some  of  the  most  common
underlying  barriers  to chronic  care  evaluation  by highlighting  the  views  and  experiences  of
stakeholders  and  experts  in  six  European  countries.  Overcoming  the  cultural,  political  and
structural barriers  to  evaluation  should  be  driven  by  payers  and  providers,  for  example  by
building  in  incentives  such  as  feedback  on  performance,  aligning  financial  incentives  with
programme  objectives,  collectively  participating  in  designing  an  appropriate  framework  for

king  d
evaluation,  and  ma

1. Introduction

European countries are experimenting with a range of
innovative approaches to better manage chronic disease
[1–4]. Several have opted for structured disease manage-
ment as a means to improve the quality and, potentially,
reduce the cost of healthcare, and to improve health out-
comes for those with chronic conditions. While intuitively
appealing, the evidence that such approaches can in fact
achieve these goals remains uncertain. Current evidence is
largely based on small studies of high-risk patients, often
undertaken in academic settings while systematic, scientif-
ically robust evaluations of larger scale interventions and
approaches remain scarce [5–7]. There is a comparatively
large knowledge base on the methodological and practical
challenges to evaluating disease management interven-
tions [8–10] and more generally, complex interventions in
healthcare [5,11–15]. The context for evaluation has been
less extensively discussed, typically focusing on the setting
within which evaluation takes place vis-à-vis the nature
of the intervention to be evaluated [12]. There has been
limited attention on unravelling the cultural, political and
technological factors that may  hinder systematic evalua-
tion of complex healthcare interventions. Understanding
these barriers is essential to encourage evaluation and in
turn, generate evidence-based decision-making in chronic
care.

This paper aims to contribute a better understanding
of barriers to evaluation in chronic care. We  examine in
particular the broader perspective of key stakeholders on
the evaluation of chronic disease management approaches
as part of an overall assessment of health system perfor-
mance.

2. Methods

This paper builds on work conducted by the European
DISMEVAL project (Developing and validating DISease
Management EVALuation methods for European health-
care systems), which sought to review current approaches
to chronic care and their evaluations in EU Member States

and to test and validate methods and metrics for their eval-
uation. We  report on data collected from key informant
interviews and a survey of chronic disease management
approaches in the six partner countries, which informed
ata  use  and  accessibility  consistent  with  data  protection  policies.
© 2013 Elsevier Ireland Ltd. All rights reserved.

this work. We  complement these data with two in-depth
case studies in France and The Netherlands.

2.1. Key informant interviews

We  carried out semi-structured interviews with key
informants from Austria, Denmark, France, Germany, The
Netherlands, and Spain involved in the decision-making
process as it relates to various aspects of chronic disease
management in a given health system context.

The six countries were selected to capture the range
of approaches to funding and governing healthcare across
Europe: all six have a similar commitment to providing
universal and reasonably equitable access to healthcare for
their populations, but do so in different ways. Denmark and
Spain operate primarily tax-funded systems, and the health
systems in Austria, France, Germany and the Netherlands
are primarily funded through statutory health insurance.
Countries also represent different governance systems.
France is characterised by structures that tend to be
concentrated at the central (national) level, with decentral-
isation of some functions to regional agencies. In Denmark
and Spain, administrative and political responsibility is
partly or fully devolved to local or regional authorities; in
Austria and Germany, it is devolved to state governments.
Moreover, in Austria, Germany and The Netherlands, cor-
porate actors (for example health insurance, providers)
play an important role in healthcare governance [16]. It
is our hypothesis that contextual, cultural, organisational
and other features of the health system will influence the
way chronic care initiatives are being implemented and, by
extension, whether/how they are being evaluated.

We approached individuals in senior positions repre-
senting the decision-maker, payer, provider and/or patient
perspective (Table 1). Study participants were identi-
fied through purposive and ‘snowball’ sampling, drawing
from an established professional network of international
contacts and through project partners based in the six
countries.

Three researchers were present during each interview;
one led the discussion (either CK or EN), a second person
listened for key areas to explore further, and a third per-

son took notes. Interviews were undertaken as telephone
interviews between July and October 2010, using a semi-
structured interview guide. The majority of interviews
were held in English, with native language explanations
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Table 1
Number of interviews by sector and country.

Sectors Countries

AUS DEN FRA GER NET SPA Total

Decision-maker (ministry of health, government agencies,
local government, regulators)

2 2 1 2 4 3 14

Payer  (sickness funds, health insurers) 2 – – 1 2 – 5
Provider (GPs, medical associations, hospital associations) 1 1 – 2 1 – 5
Patient  (patient associations) – – 1 – – 1 2
Other (disease associations, researchers, health educators,

independent councils for chronic disease/health
care/public health)

– 4 1 3 4 4 16
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Total  5 

US: Austria; DEN: Denmark; FRA: France; GER: Germany; NET: Netherla

here necessary and appropriate, and lasted one hour on
verage. One interview was held entirely in French and one
n Spanish. Two study participants declined to be inter-
iewed in person but provided their answers in writing.

The interview topics included: (1) participants’ views
n the main focus, along the care continuum, of a country’s
hronic care efforts; (2) perceived successes and failures
n chronic care in their country; and (3) perceived barriers
o developing, implementing, and evaluating chronic care
pproaches. All interviews were recorded and transcribed
ollowing consent.

A range of frameworks and theories have been devel-
ped to analyse policy and its many components such
s agenda setting, policy development, and policy change
17–19]. The conceptual framework underpinning this
tudy is the ‘policy triangle framework’ [20,21], an influ-
ntial framework developed partly in response to the
bservation that health policy research tended to focus on
he content of policy rather than the actors, context and
rocesses and their relationships which play an important
ole in policy development and implementation [22]. Influ-
ncing these interlinked components is a range of external
r environmental factors, including political, administra-
ive, economic and other considerations. There are several
ays of categorising these factors purposely, and we drew
pon Leichter’s categories of factors, namely situational,
tructural, environmental and cultural, to guide our analy-
is [23].

Findings were processed and analysed using the princi-
les of framework analysis, considered appropriate as it is
xplicitly relevant to applied policy research [24]. A prelim-
nary list of key ideas and recurrent themes were identified
rom a careful reading of the interview transcripts and then
ecorded in a purposely built matrix. Data were then grad-
ally organised into categories, facilitating the description
f the data, interconnections between the data, and even-
ually the generation of explanatory patterns.

The London School of Hygiene & Tropical Medicine
thics Committee granted ethical approval for the study.

.2. Survey of chronic disease management evaluation

pproaches

Interviews were complemented by data collected by
roject partners using a common questionnaire which
7 3 8 11 8 42

A: Spain.

is described in detail elsewhere [16]. The approach to
the survey data collection has also been described in
detail elsewhere [7].  In brief, we  compiled information on
approaches to chronic disease management in European
healthcare systems and, as part of this, also collected data
on methods and metrics used to evaluate these approaches.
This included, for example, evaluation goals and design,
indicators of programme effect, data sources, and use of
evaluation findings to inform policy, alongside reported
and potential barriers to evaluating chronic care initia-
tives. Principal data collection was  carried out from June
to December 2009. Each completed template formed the
basis for a country report, which was  reviewed by the key
informant leading template completion for each country
to ensure accuracy and allow for the update of information
where necessary and appropriate, during summer 2011.

2.3. Case studies

Two case studies developed by the French and
Dutch DISMEVAL partners, respectively provide addi-
tional insights into the broader context for evaluation and
challenges encountered. The first examined the existing
statutory evaluation requirements of provider networks in
France to inform current evaluation practice. The analy-
ses undertaken sought to better understand how, within
this broad regulatory environment, provider networks
approach evaluation [25]. In particular it aimed to assess
the link between objectives and evaluation methods, the
appropriateness of the evaluation approach, and the adher-
ence to national recommendations. The analysis drew on
data provided by 12 provider networks addressing com-
mon  conditions such as diabetes, but also less common
conditions such as multiple sclerosis. Analyses included
non-public external evaluations of the most recent trien-
nial period as well as internal activity reports (2007–2009).
In addition, 13 semi-structured interviews were conducted
with provider network coordinators, evaluators, stake-
holders and funding entities [25].

The second case study collected qualitative data on
information needs and measures of success by Dutch

practitioners involved in integrated service delivery for
specific chronic conditions – i.e. type 2 diabetes, chronic
obstructive pulmonary disease (COPD) and vascular risks –
which are covered under the bundled payment system for
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Box 1: Framework for evaluating provider
networks in France: national standards and local
practice
In France, in 2002, the funding of provider networks
was tied to the obligation of conducting a triennial
external evaluation [25]. Initially, guidance on eval-
uation was limited to recommendations issued by
the National Authority for Health (Haute Autorité de
Santé, HAS) [49]. These recommendations are struc-
tured around five themes: (1) network objectives, (2)
integration of users and professionals in the network,
(3) functioning of the network (4) quality of care and (5)
economic evaluation. These recommendations were
formalised in 2007 by means of a ministerial circular,
which added to the evaluation domains used by the
HAS the requirement of pre-post comparison or com-
parison with ‘other initiatives’, although these ‘other
initiatives’ were not defined further [50].
Among the 12 provider networks examined in the
case study, external evaluations were found to broadly
follow the HAS stipulations, although, in practice the
evaluation requirements were very rarely met  in their
entirety. Importantly, only 4 out of the 12 provider
networks reviewed did use a comparative design.
Furthermore, existing evaluations rarely carried out
sound economic assessment beyond budget descrip-
tions.
While it is difficult, on the basis of these observa-
tions, to assess cause and effect, findings seem to
suggest that national recommendations in France may
be too broad and lack sufficiently detailed guidance
for those interested in conducting sound evaluation.
There is a tension between the ambition, at national
level, to standardise and the requirements of exist-
ing initiatives which are very diverse and therefore
defy a unique framework for evaluation. Importantly
however, provider networks tend to have emerged as
small bottom-up initiatives, founded and operated by
health professionals; as such, networks in France are
not equipped to collect the exhaustive data neces-
sary for comparative evaluation. Additionally, external
evaluators may not have the skills and financial, as well
as human, resources needed for a task as complex as
comparative evaluation.
C. Knai et al. / Health

long-term care. Interviews were conducted with a selec-
tion of 27 healthcare professionals from 9 diabetes care
groups (a manager, a GP, and a practice nurse per group)
covering four broad topics: (1) determining and measuring
the goals of diabetes care; (2) function and possibilities of
evaluation; (3) type and range of quality indicators; and (4)
indicator development.

This paper reports on the survey and interview findings
pertaining to the challenges to evaluation, supplemented
by the results of the two case studies.

3. Results

We identified three common challenges to evaluation:
(1) a lack of evaluation culture and related shortage of
capacity; (2) reluctance of payers or providers to engage in
evaluation and (3) practical challenges around data and the
heterogeity of IT infrastructure. We  explore each of these
themes in turn.

3.1. Perceived lack of evaluation culture

Survey reports demonstrated a ‘lack of a general evalua-
tion culture’ as one main barrier towards producing sound
evidence on disease management approaches. For exam-
ple, respondents from Denmark noted that evaluation is
frequently not considered to be important, while in France
provider networks reportedly perceive evaluation, which is
mandatory, as a mechanism of ‘control’ rather than a means
to produce evidence to inform service improvement.

The potential need for, or benefit of, conducting evalu-
ations may  generally be largely unknown to policymakers
and practitioners, as indicated by respondents from Spain,
thus acting as an important barrier to implementation of
evaluation of programmes. As a consequence of low levels
of awareness, capacity to perform evaluation is likely to be
low and so will be provider interest in evaluation:

I think we absolutely have a challenge, there is no cul-
ture of evaluation. [. . .]  The culture of the organisation
[of healthcare] is not very prone to evaluation. [. . .]  If
you have never done it, you don’t know how to do it,
there it is quite difficult to start it and nobody has asked
for it in the past (Spain).

The implied lack of capacity to undertake sound
evaluation was further highlighted by respondents from
Denmark. Concerns were raised particularly in the context
of the 2007 administrative reform which introduced a new
role for municipalities in the healthcare sector while lack-
ing a coherent framework to guide municipalities in their
new tasks. As a consequence:

[W]hat is happening now is that you have 98 munic-
ipalities [bidding for transition funds] in 98 different
ways, [. . .]  and they are not very good at evaluating
what they do because they are so small and evalua-

tion is very expensive. [. . . This] means that we  don’t
get any knowledge of things that they are doing within
the municipalities, so we have a lot of knowledge being
wasted (Denmark).
In France, respondents noted that evaluation is a recent
phenomenon and therefore there is a lack of experienced
evaluators. This was further illustrated by the French case
study (Box 1), which highlighted a lack of skills to under-
take comparative evaluation among those tasked with the
external evaluation of provider networks.

The French case study also identified the lack of
guidance as a potential barrier to the more systematic
implementation of evaluation, in particular against the
background of a perceived or real lack of skill or capacity to
carry out evaluation. A similar issue was raised by one key
informant from Austria who  noted that so-called reform
pool projects; that is, projects, funded by the states that
seek to better integrate care, have a mandatory commit-
ment to also undertake an evaluation. However, the nature

and scope of the required evaluation “is not so very well
defined”.



2  Policy 1

h
n
h
R
a
c
t

3
e

t
a
b
n
i

i
d
c
F
i
m
f
m
f
d
i
o
t
p
p

l
m
w

24 C. Knai et al. / Health

While the existence of a general culture of evaluation,
owever defined, may  be a necessary condition, it might
ot be sufficient. Respondents from The Netherlands, who
ighlighted the role of The Netherlands Institute for Health
esearch and Development (ZonMw) in promoting evalu-
tive research and paving the way for a more evaluative
ulture, acknowledged the continued need to demonstrate
he benefits of evaluation:

[W]ell I don’t know whether it’s culture already. From
my organisation we [. . .]  still have the idea that we  have
to fight [for] it (The Netherlands).

.2. Reluctance of payers and providers to engage in
valuation

Interview respondents in a number of settings noted
hat funders and/or providers may  be unwilling to provide
dequate support to undertake sound evaluation. This may
e prompted by a general lack of evaluation culture as
oted above, further reinforced by different rationales act-

ng at various levels of the decision-making process:

Policy-makers are [. . .]  not paying attention to change
at the micro level, at the level of [health] professionals
and we need to make [it] mandatory [. . .]  to evaluate all
different programmes (Spain).

Several informants also highlighted a lack of overall
nterest in wanting to know whether a given innovation
oes in fact result in improvements in processes or out-
omes. This reluctance can be driven by a range of factors.
or example in Germany, until recently, statutory health
nsurance funds, which offer structured disease manage-

ent to their enrolled population, received additional
unding for every patient registered in a disease manage-

ent programme (DMP) [26]. As a consequence, for those
unds with a high membership of patients with chronic
isease, there may  have been a low interest in identify-

ng whether or not disease management ‘works’ because
f the risk of losing this additional funding. Conversely, for
hose funds with a high membership of relatively healthy
atients, who benefited less from the financial incentive,
roof of DMP  effectiveness was equally undesirable:

There were clear political reasons. [. . .]  So for some
sickness funds it was a very attractive idea to have DMPs
because they had more chronic ill patients who  are eli-
gible for those programmes. They earned a lot of money
[from this system]. [. . .]  Other sickness funds [. . .]  cal-
culated that they would lose a lot of money because they
had not so [many registered] chronically ill patients.
[. . .]  And those sickness funds tried to stop the pro-
grammes on a political basis.[.  . .]  This was a big battle.
They wanted to stop the connection of those DMPs to
the RSA [risk structure compensation scheme], so they
had no interest in proof of success of those programmes.
And this is a big political issue (Germany).
Other informants from Germany highlighted a historical
ack of interest among funders in “what is done with their

oney” although this has been changing over the years,
ith an increasing “consensus about the necessity to have
10 (2013) 220– 228

evaluation of the effectiveness of money spent by the State or
by the sickness funds.”  However, this has yet to be translated
into more systematic financial support for evaluation:

[O]n a small scale there is little but more done than in
former years, there is a research programme on the way
on health care research but this is small if you com-
pare it to biomedical research on the human genome
or the molecular basis. Much more money is going into
this basic science stuff than in health care research and
evaluation of concrete care. (Germany)

Several informants also pointed to a perceived or real
reluctance of providers in supporting evaluation, for exam-
ple as a result of the additional administrative burden
this entails. There may  be uncertainties about the range
of relevant indicators and the feasibility to collect them,
alongside questions, among providers, about the validity
of metrics used for evaluation; such metrics were com-
monly perceived as not necessarily representing the ‘true’
quality of care provided (see also Box 2). This notion was
reported in several countries, with interviewees noting that
making available such data (for example, to health insur-
ers) may  be interpreted by providers as a compromise on
their freedom of practice to the extent that this would
likely involve subjecting their practice to more external
scrutiny:

[. . .]  some doctors [say] that they don’t want to collect
data because they are afraid about the ‘big brother’ syn-
drome, [. . .]  of being judged on their data. In Denmark
there are many small units of GPs: one-third of GPs are
alone in their own  practice and therefore it is easier to
blame them if the data are not good enough (Denmark).

This reluctance of physicians to disclose patient data
and outcomes to payers and other stakeholders may  also
reflect the importance that providers assign to their pro-
fessional independence. The underlying concern seems to
be that if treatment and outcomes are made transparent
this might interfere with the doctor–patient relationship
and thus impact on patient care.

Against this background, respondents highlighted the
need to engage clinicians in the process more actively so as
to come to a common understanding about the purpose of
the evaluation, and thereby strengthen support, as noted
for Germany:

Ambulatory [care] physicians have a lot of work with
these DMPs, about the evaluation. They have to give a
lot of information but this information is more or less
used for regulatory purposes [only] and is not a good
feedback for the practices. For example, they don’t know
what happens to the patient, they have got very bulky
reports. [. . .]  They are not very happy that they have to
write a lot of data, a lot of work with that, and the results
of the evaluation are not quite transparent and useable.
(Germany)

Similar points were also highlighted in the Dutch

case study, which reported on the views of practitioners
involved in evaluation of diabetes care programmes (Box
2). While noting the tension between what programme
managers and health insurers expect from the evaluation
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Box 2: Attitudes to disease management evalu-
ation on the ground: a perspective of practition-
ers in The Netherlands
The Dutch case study aimed to assess health pro-
fessionals’ attitudes towards disease management
evaluation [51]. With regard to the determination and
assessment of programme goals, respondents agreed
that a clear understanding of the benchmarks against
which to measure is essential in order to work towards
higher quality. Providers expressed a concern that
evaluation is perhaps too focused on the ‘end product’
of care (clinical outcomes), which in their opinion does
not reflect the quality of care delivered. Processes and
structures are evaluated less structurally and/or solely
when outcomes are poor.
Eighteen respondents considered more patient-
centred outcomes, especially quality of life, to be
important quality indicators, even though they are
viewed as difficult to measure and interpret. There
appeared to be general consensus (N = 20) that
parameters focusing on the knowledge and behaviour
of patients should form a standard component of
measuring diabetes care quality, to allow for more
insight into patients’ self-management capabilities.
Overall, however, respondents disagreed about the
optimum ‘mix’ of indicators suited for quality mea-
surement: while 15 interviewees considered a limited
number of mostly process and outcome measures to
be sufficient, 12 respondents argued for a wider range
of indicators.
There were some concerns about the involvement of
government, research organisations and, in particu-
lar, health insurers in indicator development. These
centred on providers’ workload becoming too heavy,
which might result in unreliable data registration, and
on health insurers’ tendency to focus on costs rather
than quality. At the same time, the majority of respon-
dents believed that a cooperative approach might be
beneficial by allowing for a broader evaluation per-
spective beyond the traditional biomedical approach.
Eighteen respondents reported having experienced
difficulties in evaluating the quality of diabetes care.
Such difficulties were often of a practical nature and
related to shortcomings in IT infrastructure, lack of
time for data documentation, and/or limited experi-
ence in quality measurement in primary care.
Similar to what was observed for France (Box 1), there
appears to be a need in The Netherlands to provide
better support to care groups ‘on the ground’, to enable
data collection and analysis in order to support evalu-
ation of intervention effect.

to use for both data input and output.
In Austria, the use of different documentation systems
and views of practitioners involved in providing care (and
collecting the data for evaluation), practitioners also noted
the benefits of a cooperative approach that allows for a
broader evaluation perspective.

Also, in France, interviewees reported that professional
relationships often have a tendency to be based on the
affective and informal. Hence, an implemented evaluation
may  be biased by “good will” of the evaluator who  would

have good relations with the financing body and the eval-
uated structure [27].
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3.3. Data issues and heterogeneity of IT infrastructure

A common challenge across countries which can restrict
the types of evaluation that can be adopted in practice is
the available information technology (IT). This challenge
appears to exist in different forms: a lack of infrastructure,
difficulty of use, and wide varieties of IT systems. Such con-
cerns were reported by a number of respondents, noting
that providers often use different documentation systems
within and between sectors. Information systems oper-
ated by providers are not necessarily compatible and may
necessitate adjustment to meet requirements imposed by
evaluators, limiting the possibility of pooling data for eval-
uations. In The Netherlands, survey respondents also noted
challenges posed by the use of different clinical information
systems across care providers (hospitals, GPs, etc.). Dutch
interviewees explained this further:

We have done the bundled payment introduced 3–4
years ago and on an experimental basis, for diabetes
only. Some care groups just started to work with this
bundled payment and the negotiations, and we have
been evaluating ten care groups [using bundle payment,
and for diabetes only]. We  [. . .]  got registration data
from their general practices on what they were doing
and this evaluation was  finished last year. The process
was improving but on outcome we could not see any-
thing, partly because the time period was too short but
also because it was  very difficult for the care groups to
give information from their register to us. They found
it difficult to exchange the information on that: [. . .]a
care group consists of about 100 [. . .]  general practition-
ers [and other allied health professionals]. [. . .]  They all
have their own  system for registering and what they are
doing and what is the outcome of it. And the connection
between the different systems is not ready yet. There
are care groups who can provide the information but
most have many difficulties (The Netherlands).

Denmark has a well-established IT system in health-
care services, where data are systematically collected from
family or general practice (GP), stored in a GP database,
and submitted to the Danish National Indicator Project
(NIP) [28]. The importance of identifying areas of excel-
lence and assessing the outcomes of disease management
initatives through the generation of data sets and the NIP
was expressed by key informants, explaining that:

[. . .]  then we can follow the patient throughout the dif-
ferent levels of care and [with the data we collect] we
can go to the politicians and say ‘Look, you must [address
chronic disease] another way. But we must have data
before we can do it, before we  can take [up] discussions.
There are so many big feelings in that field, we must
have data before we can convince [decision-makers]
(Denmark).

Even in Denmark data challenges were reported, insofar
as the diverse IT systems that are in place tend to be difficult
in inpatient and outpatient care limits the possibilities
of using this data for evaluation such as when patient
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ollow-up might be required. The inability to link data
resents an important challenge in many settings, fre-
uently hindering the use of appropriate evaluation
pproaches. For example, in Germany, there is good quality
asic data available in specific regions and to specific statu-
ory health insurance funds. Yet, it is not possible to create

 greater pool of data suited for evaluation because the
inking of data across different regions and/or across dif-
erent funds remains a challenge. This has been attributed
o limited interest of policymakers and issues around data
onfidentiality:

[Because of issues around] data confidentiality, [. . .]  we
do not have good studies [which can] compare different
kinds of care (Germany).

The use and sharing of data is also reported to be a major
arrier in France. In order to allow for the use of statistical
ontrols (e.g. to perform a rigorous economic evaluation),
ccess to comprehensive data held by local health insur-
nce is required. Such access has so far only been granted
n very rare cases; the criteria for permitting or refusing
ccess to complete data are not made transparent.

. Discussion

This study contributes to our understanding of some
f the most common underlying barriers to chronic care
valuation by highlighting the views and experiences of
takeholders and experts in six European countries. A
imitation of our study is that the number and types
f stakeholders interviewed varied across countries. We
mployed various techniques to increase response rates
e.g. offering to undertake interviews in native language;
ranslating the interview guide into Spanish and French)
ut efforts to capture a large number of views of different
takeholders were sometimes unsuccessful. A particular
hortcoming was low participation of patient represent-
tives, in spite of efforts to increase the all-important
epresentation of patients in our study. A second limitation
s that we focused on conducting key informant interviews
n only six European countries. Drawing on key informants
rom a larger sample of countries would have yielded a

ore robust evidence base in relation to our underlying
ypothesis.

Evaluations are seldom “value neutral” because stake-
olders will have interests to defend; these interests must
e taken into consideration to make the evaluation relevant
nd appropriate [29]. Unlike a performance audit, evalua-
ion seeks to form a ‘judgement’ about that performance
30]. And, although such judgement is ideally made against

 set criteria using a transparent and objective selection
f measures, the very prospect of ‘being judged’ may  be
eason enough to explain the limited evaluation culture in
hronic care, as we found here. Taut and Dieters [31] take

 psychological perspective to explain stakeholders’ resis-
ance to evaluation, and corroborate many of the expert
iews presented in this paper. They note that “by defini-

ion, evaluation makes performance transparent” and this
as relevance to self-image, perception of others, and con-
iderations of power and influence. This links to political
cience views on evaluation wherein change is implied,
10 (2013) 220– 228

contradicting and threatening the interests of existing
institutional arrangements [32]. Further, cultural barri-
ers to evaluation may  be linked to the degree by which
societies embrace the concept and application of account-
ability. In some European countries, for instance, this
concept is still recent (and may  even lack a correspond-
ing term); in France, evaluation of public initiatives has
long been considered a domain of state elites only [33].
Stakeholders and evaluators may  therefore find themselves
“captured” by conflicting policy goals, interests and pre-
vailing practice.

This study also highlighted the shortcomings of existing
IT systems in supporting chronic care evaluation. Insuf-
ficient and/or heterogeneous IT structures hamper the
systematic registration of patient data that is necessary
for improving and evaluating the quality of chronic care.
Already in the mid-1990s, there were concerns about the
medical care field being far behind most other industries
in using electronic data [34]. This research draws atten-
tion to the fact that current clinical information systems
in countries reported here still may  not entirely meet
health professionals’ information needs. There is scope for
continued efforts at developing approaches to implement
electronic health records [35] and studying whether they
help to improve the quality and efficiency of chronic care
provision [5].  Designing and implementing a commonly
accepted workflow system for chronic care, based on uni-
versally accepted guidelines (risk management, disease
management and case management) could generate con-
sistent data. Moreover, supporting data protection reform
across the EU could enable more efficient and safe data
sharing [36].

5. Conclusions

Arguably a key challenge to evaluation of chronic care
initiatives lies in the complexity of interventions, and in the
often short-term nature of current service delivery, making
it difficult to structurally embed evaluation in daily prac-
tices. However methodological and practical challenges
to evaluation may  be more straightforward to address
than the cultural and political barriers to evaluation of
chronic care discussed in this paper. Thus it is essential to
understand the broader context within which these inter-
ventions and their evaluation are designed.

Healthcare professionals should be more engaged in
pushing for and supporting measures to evaluate chronic
care. They could for example be motivated by using
incentives such as regular feedback on their performance
[37], which may  improve clinical practice behaviour [38].
There may  be lessons to be learned from the emergence
of evidence-based medicine (EBM) in the 1990s [39,40],
which led to efforts in applying scientific rigour in the
development of high quality and valid clinical guidelines
[41]. Though there is still a great deal of improvement
to be done both on the quality [42] and the implemen-
tation of clinical guidelines [43,44],  this movement has

signified a shift in decision-making, moving from a reliance
on individual clinical expertise towards an application of
empirical “collective” evidence to validate clinical deci-
sions [45,46]. Many factors converged to drive the EBM
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movement, especially the realisation that many, if not
most, daily clinical decisions were not based on valid sci-
entific fact [47], an acknowledgement of upward pressure
on healthcare costs and therefore pressure to make the
best use of limited resources, and a public more engaged in
treatment options [48].

The infrastructure and culture for evaluation must
however be driven by decision-makers and those fund-
ing chronic care initiatives. Incremental behaviour change
can be facilitated by creating an appropriate framework
for evaluation. For instance, it should be ensured that
evaluators receive independent funding and do not have
institutional proximity to the evaluated structure. Payers
need the right incentives to promote and improve pro-
gramme  evaluation.

There is a need to find a balance between the importance
of a given intervention and the value of the evidence that
can be collected against the background of constraints [12],
be they financial, cultural or otherwise. While this will be
important in any context, such trade-offs are likely to pose a
particular challenge in those settings where the ‘evaluation
culture’ is weak or of low priority.
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