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Background Inspired by American examples, several European
countries are now developing disease management programmes
(DMPs) to improve the quality of care for patients with chronic
diseases. Recently, questions have been raised whether the disease
management approach is appropriate to respond to patient-defined
needs.

Objective In this article we consider the responsiveness of current
European DMPs to patients’ needs defined in terms of multimor-
bidity, functional and participation problems, and self-management.

Method Information about existing DMPs was derived from a
survey among country-experts. In addition, we made use of
international scientific literature.

Results Most European DMPs do not have a solid answer yet to
the problem of multimorbidity. Methods of linking DMPs, building
extra modules to deal with the most prevalent comorbidities and
integration of case management principles are introduced. Rehabil-
itation, psychosocial and reintegration support are not included in
all DMPs, and the involvement of the social environment of the
patient is uncommon. Interventions tailored to the needs of specific
social or cultural patient groups are mostly not available. Few
DMPs provide access to individualized patient information to
strengthen self-management, including active engagement in
decision making.

Conclusion To further improve the responsiveness of DMPs to
patients’ needs, we suggest to monitor ‘patient relevant outcomes’
that might be based on the ICF-model. To address the needs of
patients with multimorbidity, we propose a generic comprehensive
model, embedded in primary care. A goal-oriented approach provides
the opportunity to prioritize goals that really matter to patients.
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Introduction

Health policy makers and health-care providers
worldwide have become increasingly aware that
chronic diseases form the greatest threat to
population health of the 21° century. While
many infectious and acute diseases were com-
bated successfully in western countries, the
incidence and prevalence of chronic diseases
have grown steadily. Estimated percentages of
people living with chronic conditions in the
European Union range from about 20 to over
40%."* Among people diagnosed with a chronic
disease, the proportion of people with more than
one chronic disease has been estimated to be 25—
50%°>" and is expected to increase further.®’

Until recently chronic conditions were man-
aged in the same way as acute diseases: the
health-care process started when a patient pre-
sented his or her health complaints to a medical
doctor and this professional reacted by diag-
nostic interventions and medical treatment
aimed at reducing or solving the health problem.
Preventive actions and proactive management
were uncommon, the patient’s role was confined
to complying to the therapy, and involvement of
other disciplines was not part of usual care. This
so-called ‘problem-oriented’ model is well suited
to the management of acute and curable dis-
eases, but not useful when complete recovery is
impossible.® As chronic diseases can by defini-
tion not be fully cured, the desired health state to
strive for is less clear and will be different
between individuals and at different points in
time. In the case of chronic disease the patient’s
definition of health might differ from the medi-
cal point of view, and therefore health goals
should be explored more explicitly by patients
and health-care providers together. Several
authors argue that a shift towards a more ‘goal-
oriented’ model is needed in the management of
chronic disease.®’

In 1996 Wagner and colleagues developed the
Chronic Care Model (CCM).'>'> This model
shows how health-care systems could be
designed to be supportive to productive patient-
provider interactions. CCM emphasizes that
both patients and health-care practitioners need
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to be facilitated to play their part in the man-
agement of the patient’s condition. Patients are
considered vital actors in the management of
their illness who set their own treatment goals
together with a multidisciplinary team of health-
care providers. These health-care providers
support the patient’s self-management and
manage the condition proactively, starting from
the goals they have agreed upon with the patient
and encompassing the total chain of care.

Disease management

CCM has inspired many health policy makers
and health-care providers to develop and imple-
ment innovations in (parts of) their health-care
system. One of these innovations is known as
disease management. This approach had been
developed in the USA in the nineties and has
recently been adopted, and adapted to the exist-
ing health-care system, in several European
countries. Several definitions of disease manage-
ment exist."”>”!” These definitions all emphasize
the comprehensiveness and multidisciplinarity of
the disease management approach. Some defini-
tions refer to both management and prevention
of the disease, whereas in others prevention is not
mentioned. GreB er al.'® state that [...], by defi-
nition, disease management programmes become
active only after individuals have developed a
particular chronic disease. As a consequence,
disease management programmes are unable to
prevent the advent of chronic conditions’. Hence,
prevention as a component of disease manage-
ment usually refers to prevention of complica-
tions rather than prevention of disease. The
concept of disease management generally con-
cerns the management of a single chronic condi-
tion, although a more recent definition'” also
mentions the possibility that it relates to more
than one chronic disease. Some definitions also
include financial arrangements. Regarding the
goal of disease management, maximalization of
treatment effectiveness is mentioned, but also
efficiency and promotion of self-management.
Very recently, questions have been raised
by clinicians and researchers whether disease
management programmes (DMPs) are always
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the best approach to respond to the many dif-
ferent problems related to chronic illness (care).
In this article we address three issues, which
have in common that they can be considered as
challenges for disease management that closely
relate to the needs for care and support from the
patient perspective: 1. the management of mul-
timorbidity, 2. the management of functional
and participation problems and 3. self-manage-
ment of chronically ill patients.

Aims

The issue we want to reflect upon is how DMPs
in Europe today respond to patients’ needs
defined in terms of multimorbidity, functional
and participation problems, and self-manage-
ment. We also aim to outline some directions to
improve the responsiveness of chronic care to
these patients’ needs. We wish to emphasize here
that this article should not be considered as an
empirical research paper but rather as a reflec-
tion paper. We describe the three challenges in
more detail below.

Multimorbidity

One of the biggest challenges for the disease
management approach is whether it can deliver
optimal care for the millions of Europeans who
suffer from multiple chronic diseases. Ritchie
states that ‘theoretically, people with multimor-
bidity face polypharmacy, fragmentation of
care, competing or contradictory health-care
recommendations and inattention to patient and
family’s values and preferences’.!” The latter
refers to patients’ preferences in choosing
between treatment options with different conse-
quences for survival and quality of life, but it
may also refer to patients’ preferences when it
comes to prioritizing which of their diseases (and
related problems) should be addressed in the
first place. For people with multimorbidity,
single-disease programmes incorporate the
threat of a too narrow focus on their health
problems (the focus is on the disease the DMP
has been designed for), a lack of evidence
regarding treatment (because of exclusion of

patients with comorbidity from randomized
controlled trials that underpin the guidelines)
and subsequently also a lack of decision support
(clinical practice guidelines may contradict each
other and do not sufficiently address aspects of
multimorbidity), inadequate coordination of
care and interference of advised self-care for co-

existing diseases.>!8-2%-2!

Functional and participation problems

DMPs are designed to manage chronic disease (a
biomedical condition), whereas from the patient
perspective, people are dealing with chronic
illness (the impact of the condition on the
person??). This especially applies to older, frail
people and people who experience functional
problems as a consequence of ageing or chronic
disease. It has been estimated that functional
problems are present in half of all people with
chronic conditions, with about 30% experienc-
ing moderate to severe physical disability.*>**
Where (most) DMPs start from a medical
diagnosis, the needs for care and support of
patients are usually related to the functional and
participation problems they experience. Von
Korff er al.*’ state that: “Providers usually define
problems in terms of diagnosis, poor compliance
with treatment, or continuation of unhealthy
behaviors. [...] Patients are more likely to define
problems in terms of pain, symptoms, interfer-
ence with functioning, emotional distress, diffi-
culty carrying out treatments or life style changes,
or fears about unpredictable health consequences
of illness.” Heijmans and colleagues demon-
strated that diabetic patients generally judge their
illness as less serious than their GPs with respect
to its life-threatening nature, but more serious
with respect to its intermittent course, pain and
visible bodily changes. Diverging perceptions
were associated with poor patient-rated health
and a higher use of health care. According to
these authors T...], it is important that providers
recognize the problems with which chronic
disease patients are faced. Too often, providers
are one-sided focused on the medical aspects of
disease, neglecting the personal impact that a

chronic disease had on the patient’s life’.*®
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Self-management

The third challenge we address is the ability of
DMPs to promote self-management of patients.
Self-management has been described as a col-
laborative activity between patients and health-
care practitioners.?’ It is aimed to minimize the
impact of chronic disease on physical health
status and functioning, and to enable people to
cope with the psychological effects of the ill-
ness.”® It is important to notice that self-man-
agement not only involves managing symptoms,
treating the condition and changing lifestyle, but
also adapting life goals and social roles, coping
with the physical and psychosocial consequences
inherent in living with a chronic condition, and
communication with health-care providers
including participation in decision making.” In
this respect, it has been stated that a narrow
interpretation of self-management as only com-
pliance with medical instructions inhibits effec-
tive patient-centred consultations.*”

Despite the general recognition of self-man-
agement support as an essential component of
chronic care, there may be doubts whether this is
really an integral part of disease management
today. Enrolment in self-management pro-
grammes often depends on the interests of
individual health-care providers. Moreover, in
health-care systems in which providers are
rewarded to see patients, self-management is not
promoted. In a number of countries financial
incentives are now used to drive changes in how
chronically ill patients are supported, but then
still providers need a positive attitude and skills
to support self-management.”® In this respect it
is noteworthy that self-management and disease
management are sometimes viewed as competing
rather than complementary strategies.”> This
relates to the already mentioned different per-
spective of health-care providers and patients on
the problems that have to be addressed.

Method

We will address the selected challenges for dis-
ease management by making use of data from a
survey of existing DMPs in ten European

© 2012 John Wiley & Sons Ltd
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countries in 2010.*" In order to create an over-
view of the ‘state of the art’ regarding disease
management in Europe, country-experts were
asked to report on programmes that: (i) manage
defined chronic conditions; (ii) incorporate a
systematic and coherent approach; (iii) offer
multidisciplinary, collaborative care; (iv) focus
on an active role for patients and (v) strive for
maximal effectiveness and continuous improve-
ment of quality of care. The country-experts
were invited to report on DMPs that cover the
management of arthritis, cancer, cardiovascular
disease, chronic obstructive pulmonary disease
(COPD), depression and diabetes mellitus. To be
concise, we mainly use information about the
reported DMPs covering diabetes or COPD care
here (see Table 1). The reason for focusing on
diabetes and COPD is that for these diseases
DMPs have already existed in several European
countries for some years.” The different nature
of the two diseases may be reflected in the
components of the programmes and the disci-
plines involved. Hence, by providing examples
of DMPs for diabetes and COPD, we can get
some idea whether our observations are of a
disease-specific or a more generic kind. In
addition to these survey data, we make use of
international literature. Also for the literature
review we want to emphasize that we do not
pretend to give a complete overview of relevant
studies.

Management of multimorbidity

Our observations (Table 2) endorse the notion
of GreB er al.'® that most DMPs constitute a
single-disease approach and ‘tend to neglect co-
morbidities’. For instance, in the German DMPs
for diabetes co-morbidity is not taken into
account. However, there are some developments
towards more horizontal attunement of single-
disease DMPs and even a few approaches that
deal with multimorbidity.

“This also holds for cardiovascular conditions, but these
DMPs show more heterogenity regarding the particular
conditions they address (e.g. cardiovascular risk factors,
coronary heart disease, heart failure).
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Table 1 DMPs covering care for patients with diabetes or COPD, reported by country-experts

Chronic disease Country DMP
Diabetes Belgium National Care pathway diabetes type 2 (2009)
France National policy Sophia: diabetes type 1 and 2 (since 2008 regional pilots,
national implementation in progress)
Germany National policy diabetes type 1 (2004) and 2 (2002), regional DMPs (provided
example: regional DMP North-Rhine)
Italy National policy Integrazione, Gestione e Assistenza per la malattia diabetica:
diabetes type 2 (2006)
Region Tuscany’s plan ‘From On-Demand to Proactive Primary Care’: diabetes
type 2 and heart failure (2010), COPD, stroke and hypertension (from 2011)
Local plan Leonardo: diabetes type 1 and 2, heart failure, cardiovascular risk
(2006), in one health authority, planned extension to whole Apulia region
The Netherlands Nationaal Actieprogramma Diabetes, Netherlands Diabetes Federation care
standard diabetes (2007): diabetes type 1 and 2 (2009), regional DMPs
(provided example: Diabetes Care System West-Friesland, 1996)
Spain National policy Estrategia en diabetes del Sistema National de Salud: diabetes
type 1 and 2 (2006), regional DMPs
UK (England) National Service Framework for Diabetes: diabetes type 1 and 2 (2001)
COPD Germany National policy COPD (2005), regional DMPs
Italy Region Tuscany’s plan ‘From On-Demand to Proactive Primary Care’ (for COPD

from 2011)
The Netherlands

National policy Lung Alliance Netherlands care standard COPD (2010),

regional DMPs (provided example: Integrated COPD management ‘De
Kroonluchter’, 2004)

Spain
UK (England)

National policy Estrategia en EPOC del Sistema National de Salud (2009)
National strategy for COPD, including asthma (2005)

DMP, disease management programme.
Source: Rijken & Bekkema’'.

Horizontal attunement between single-disease
DMPs

In the UK, National Service Frameworks
(NSFs) and strategies have been developed by
the National Health Service in collaboration
with the health care and social care sector for
several chronic diseases and patient groups.
NSFs provide a systematic approach to manage
a specific chronic disease or to manage care for
specific patient groups. They incorporate evi-
dence-based national quality standards of care,
strategies to achieve these quality standards,
implementation support and performance indi-
cators. The NSF for diabetes is linked to the
NSF for coronary heart disease and the
National Stroke Strategy, but other NSFs are
not linked.

In the Netherlands, some regional single-dis-
ease DMPs already started in the nineties. It
lasted until 2008 before a national policy for a

‘programmatic approach’ of chronic diseases
was introduced. This approach included the
development and implementation of national
standards of care. A care standard describes
what is considered as quality care for a specific
chronic condition and which components of care
should be delivered in several phases of the
disease process. It is used as a framework for the
organization of the total care continuum and is
also now adopted as a basis for ‘integrated
funding’ of care for specific chronic conditions.
Based on care standards local/regional DMPs
are developed. In response to criticism that
separate processes of developing care standards
for specific diseases would lead to fragmentation
and discordance, the ministry of Health has
established a coordination platform. The main
task of this platform is to improve concordance
between disease-specific care standards by pro-
viding a ‘meta-standard’ as a model for existing
and new care standards.* Several clinicians and

© 2012 John Wiley & Sons Ltd
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Table 2 Management of multimorbidity*, examples of DMPs covering COPD and /or diabetes

Diabetes

Belgium

Care pathway diabetes type 2

Germany

National policy, regional DMPs
(diabetes type 2)

Italy

IGEA (diabetes type 2)

Region Tuscany’s Plan (diabetes type 2)

Not linked with other DMPs; no specific multimorbidity approach

Not linked with other DMPs; multimorbidity is not considered

Not linked with other DMPs; no specific multimorbidity approach
This is a general reorganization of the regional health-care system,

which applies disease management to five conditions: diabetes type
2, COPD, stroke, heart failure and hypertension. Patients who have
more than one of these conditions are managed by one team

Leonardo (diabetes type 1 and 2)

Not linked with other DMPs. No specific multimorbidity approach,

but the GPs and care managers have the competencies to address
multimorbidity.

The Netherlands

National policy, regional DMPs (example:
Diabetes Care System West-Friesland)

(diabetes type 2)

UK (England)

National Service Framework for Diabetes
(diabetes unspecified)

Not linked with other DMPs. The Diabetes Care System West-Friesland
is currently involved in an RCT on case management for diabetic
patients with multimorbidity.

Linked with DMPs for coronary heart disease and stroke. In addition,
universal care is provided under NHS.

COPD

Germany
National policy, regional DMPs

Linked with DMP for asthma. Patients can participate in several DMPs,

but every single DMP is disease-specific.

Italy

Region Tuscany’s Plan

The Netherlands

National policy, regional DMPs (example:
De Kroonluchter)

UK (England)

National Strategy for COPD 2005,
including asthma

See above (diabetes)

DMP ‘De Kroonluchter’ is currently developing an application to deal
with prevalent comorbidities.

Not linked with other DMPs, but universal cares is provided under NHS.

DMP, disease management programme.

*Information about the management of functional and participation problems as well as information about the support for self-management by
European DMPs can be obtained from http://www.nivel.nl/pdf/Rapport-chronic-disease-management-matrix-2010.pdf (31).

Source: Rijken & Bekkema'.

researchers still criticize this approach because it
mainly addresses the additive effects of combi-
nations of chronic diseases for the care that
should be provided and neglects the possible
adverse interactions between combinations of
diseases and medicines as suggested by Boyd
et al®® and others. Furthermore, it remains
unclear how health-care providers should deal
with the presence of comorbid conditions for
which there are no standards of care, for
instance osteoarthritis, which is highly prevalent
among older persons and which may have a

© 2012 John Wiley & Sons Ltd
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huge impact on patients’ quality of life and
lifestyle (e.g. avoidance of activity because of
pain’?).

DMPs that address more than one chronic
disease

In some European countriecs DMPs are devel-
oped that aim to address more than one chronic
disease. An example is the plan ‘From On-
demand to Proactive Primary Care’ that is
developed in the Italian region of Tuscany.
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Based on the Expanded Chronic Care Model,**
a multidisciplinary programme embedded in
primary care has been developed with much
emphasis on self-management for patients and a
large role for nurses as case managers. Since
2010 the programme is operational for patients
with diabetes type 2 and heart failure. In 2011
the programme will be extended with the man-
agement of COPD, stroke and hypertension.
This implicates that a patient with diabetes type
2 who also suffers from COPD will be treated by
one multidisciplinary team for both conditions.
As for the attunement of the (single-disease)
DMPs in the UK and the Netherlands, it should
be noticed that this approach is confined to some
chronic conditions. The same holds for the
German DMP for coronary heart disease, which
has been extended with an extra module on
heart failure.

DMPs that are specifically designed to address
multimorbidity

The third approach we identified consists of
DMPs specifically designed for people with mul-
timorbidity. An example of this approach is the
programme ‘Polypatology’, which is an experi-
ment in the Spanish region of Andalusia. This
programme started with the development of cri-
teria for polypathology in order to define the
target group. According to these criteria, patients
are defined as polypathological when they have
chronic diseases that belong to two or more (of
eight) disease categories. In addition, the poly-
pathological patient is defined ‘by a special clini-
cal susceptibility and frailty which entails a
frequent demand for care at different levels that is
difficult to plan and coordinate, as a result of
exacerbations and the appearance of subsequent
conditions that set the patient along a path of
progressive physical and emotional decline, with
gradual loss of autonomy and functional capac-
ity’.*> Subsequently, the Andalusian ministry of
Health has designed an organizational process to
manage the care of polypathological patients in
collaboration with internal medicine specialists,
family physicians and nurses. The aim of the
programme is to improve continuity of care.

Therefore, it focuses on the professional roles,
workflows and best clinical practices, supported
by an integrated information system.*> The
Andalusian programme is not a classic DMP,
because its starting point is not merely the pres-
ence of chronic disease(s). Therefore, this
programme can be considered as a DMP blended
with case management features.*®

Management of functional and
participation problems

In order to get an impression whether European
DMPs provide support for patients’ needs
related to their functional and participation
problems, we consider several indications and
describe our observations.

Components of the care continuum and
disciplines involved

The first indication we wish to consider are the
components of the chain of care that are
addressed by the DMPs and the professional
disciplines involved. Patients who experience
functional or participation problems not only
need medical interventions, nursing and lifestyle
advise, but often also rehabilitation and reinte-
gration support. Furthermore, these patients may
have an increased need for psychosocial support.
This implicates that in order to address the needs
of patients with functional or participation
problems, DMPs should cover rehabilitation,
reintegration and psychosocial care as well.

Most DMPs for diabetes do not structurally
provide rehabilitation and reintegration (except
for the Tuscan DMP). The multidisciplinary
team usually includes GPs, medical specialists,
nurses and allied health-care professionals such
as dieticians and podologists, and often also
physiotherapists. In none of the reported DMPs
for diabetes an occupational medical doctor,
occupational therapist, psychologist, psychoso-
cial nurse or social worker are participating on a
structural basis.

The DMPs for COPD show more examples of
inclusion of rehabilitation and reintegration. For
instance, the NSF for COPD in England provides

© 2012 John Wiley & Sons Ltd
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pulmonary rehabilitation group courses consist-
ing of a package of exercise, education and sup-
port. The aim is to improve quality of life by
strengthening the patients’ feelings of control and
empowerment (see http://www.nhs.uk/NHSEn-
gland/NSF/Pages/ChronicObstructivePulmonary
Disease.aspex). The Dutch DMP ‘De Kroon-
luchter’ on COPD provides sports groups, a
rehabilitation programme and psychosocial care
on indication. With regard to the disciplines
involved, occupational therapists, psychosocial
nurses or medical psychologists occasionally par-
ticipate in DMPs for COPD.

Patient-centredness

The responsiveness of DMPs to the functional
and participation problems of patients may be
reflected by the extent to which the individual
patient’s needs, preferences and abilities are
taken into account in setting the goals of the
patient’s personal programme. For all DMPs
mentioned in Table 1, the country-experts
reported that goal-setting is a collaborative
process between the patient and the central
health-care provider. Patients’ perceptions of
illness are explored, personal targets are dis-
cussed, patients are made aware of the options
they have, they are asked to explicitly express
their consent regarding the programme goals
they have agreed upon and the care plan that has
been developed in collaboration between health-
care providers and the patient.

It is not clear whether the goals of the indi-
vidual programme are always laid down in a
personalized care plan and whether patients
always receive their plan on paper or have access
to it in another way. In several countries the use
of personalized care plans is encouraged, but not
obliged. In 2006 the UK department of Health
reported that half the people with long-term
conditions did not have a personalized care plan
covering health and social care. Therefore, a
commitment was made that all people with long-
term conditions would have such a plan by
2010.37*% A recent study in the Netherlands
shows that many chronically ill patients do not
know what a personalized care plan is or report

© 2012 John Wiley & Sons Ltd
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that they do not have a personalized care plan.
This is also the case for patients with diabetes
type 2, COPD or cardiovascular disease for
whom most DMPs have been developed so far.*

Attention for social and cultural context

Another indication of the responsiveness of
DMPs to patients’ functional and participation
problems is to what extent the social and cul-
tural environment of the patient is taken into
account. Country-experts report that the social
and cultural context are taken into account
when setting the patient’s personal goals and
developing the personalized care plan, but
interventions tailored to the needs of specific
social or cultural patient groups are not part of
most DMPs. However, some attempts are made,
for instance within the NSF for diabetes in
England. In the Italian national DMP for dia-
betes type 2 (IGEA) equity indicators are col-
lected to get insight into the need for specific
interventions. Such assessments will probably
also be made in other countries, but the question
remains whether they have an appropriate care
programme for patients with specific needs
related to limited personal or social resources.

Assessment of quality of care from the patient
perspective

The last indication we address is whether
patients are asked to evaluate how well their
condition is managed by the programme. Thus,
do patients experience that their ‘patient-
defined’ problems are reduced or solved by the
programme? The survey shows that most often
clinical parameters, hospital admissions and
lifestyle changes are assessed to monitor and
evaluate the individual patient’s progress and the
effectiveness of the total programme. In most
DMPs reported in the survey, evaluation of the
successfulness of the programme from the
patient perspective is lacking. We assume that
health-care providers do ask their patients
whether the care they receive meets their needs,
but this is not always carried out in a systematic
way. Only a few DMPs presented in Table |
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monitor changes in patient satisfaction struc-
turally: German DMPs, local programme ‘Leo-
nardo’ and Dutch DMPs. In Germany,
structured surveys on patient satisfaction in
10%-samples of participants are an obligatory
part of the legally required DMP evaluation.
The Dutch DMPs make use of validated
instruments such as Consumer Quality indices™
or the older Quote-instruments.*’

Support for self-management

The last challenge we address is whether Euro-
pean DMPs promote self-management, thus
whether these programmes structurally address
the many components of self-management and
whether they are equipped to strengthen patient
activation and empowerment in general.

Components of self-management addressed

All reported DMPs on diabetes pay attention to
symptom management by patients and self-care
and lifestyle changes, as components of self-
management most directly related to compliance
with medical instructions. In most DMPs self-
monitoring of blood glucose levels is also prac-
tised, although we have no information about
the percentages of participating patients who
perform self-monitoring techniques. Further-
more, nearly all country-experts report that
attention is paid to coping with the psychosocial
consequences of having diabetes. A component
that is not often addressed is involving the social
network of the patient (e.g. partner, employer)
in the self-management process. Active involve-
ment of the family or others in the programme
of the diabetic patient has only been reported for
the Belgian care pathway for patients with dia-
betes type 2 and the UK NSF for diabetes. The
results of the DMPs for COPD are very much
alike. Again, the absence of efforts to involve the
patient’s social environment in the self-manage-
ment process is striking. This finding is consis-
tent with the generally low attention for the
impact of the social and cultural context of the
patient on the programme (s)he is offered as we
noticed earlier.

Decision support for patients

Patient activation and empowerment starts with
increasing patients’ knowledge and facilitating
them to play their part in disease management.
To increase knowledge, patient education is a
basic component of all DMPs for diabetes and
COPD. Besides verbal education, the DMPs
offer education material specifically designed for
patient (sub)groups. However, to take an active
role in decision making, patients may also need
more personalized/individualized information,
for instance about their clinical parameters and
the treatment options that apply to them. Pro-
fessional guidelines and personal data from
clinical information systems can be made
accessible by a patient portal. Patient portals are
not common yet, but nice examples exist. To
date, the DMPs for diabetes and COPD con-
sidered here do not provide direct access for
patients to their own clinical data, except for the
Dutch example for COPD ‘De Kroonluchter’,
which offers a patient portal linked to the clini-
cal information system. In the Belgian care
pathway for diabetes type 2 clinical information
systems with patient portals will be developed in
the near future. In Belgium and in Germany
(example region North-Rhine) a diabetes pass-
port is used, which is carried by the patient
through the chain of care.

Discussion

This article provides some insights into the
responsiveness of current European DMPs to
patients’ needs defined in terms of multimor-
bidity, functional and participation problems
and self-management.

Goal-oriented care

Generally speaking, we conclude that the
European DMPs we considered have several
characteristics that make them more suitable to
respond to particular patients’ needs than tra-
ditional problem-oriented care. This especially
holds for the process of collaborative goal-
setting. In this process the personal targets of the
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patient are discussed, while taking into account
the individual patient’s needs, preferences and
abilities. This goal-oriented approach provides
the opportunity to prioritize goals that really
matter to the patient, for instance in the social
domain of life. Nevertheless, all DMPs have
their programme objectives and considering the
indicators that are most often used to measure
programme effectiveness (clinical parameters,
hospital admissions and lifestyle changes), the
issue of goal attainment from the patient per-
spective is not considered a decisive outcome at
the moment. An additional problem in this
respect is that a valid system to register patient
priorities in clinical practice does not exist. It
may be worthwhile to explore whether the
International Classification of Functioning,
Disability and Health (ICF*") can be used as a
basis for the development of a clinical registra-
tion system that covers both patient priorities
and patient relevant outcomes. Regarding pri-
oritizing goals and care for people with multi-
morbidity, it may also be worthwhile to
incorporate cross-disease or ‘universal health
outcomes™ in patients’ assessments. Tinetti and
colleagues recently demonstrated that disease-
specific symptoms and impairments, which are
the usual targets of treatment, account for much
of the significant associations between several
chronic diseases that are common in older adults
and universal health outcomes such as self-rated
health, activities of daily living (ADL) func-
tioning and survival.*? Knowing the contribu-
tion of disease-specific symptoms and
impairments to universal health outcomes for
people with multimorbidity will allow clinicians
to consider treatment effectiveness across dis-
eases, hence facilitating clinical decision making.

Patient perceived quality of care: process and
outcomes

Structural assessment of patient perceived quality
of care should be part of every DMP. To assess the
quality of care from the patient perspective, sev-
eral instruments are available such as CQ indices
and the PACIC.** The PACIC (Patient Assess-
ment of Chronic Illness Care) questionnaire
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assesses whether, according to the patient, the
care (s)he receives is patient-centred and pro-
active and incorporates collaborative goal-set-
ting, problem-solving and follow-up support. The
PACICisbased on CCM; it has been validated for
several groups of chronic patients**** and is now
available in several languages. It should be noted
however that this instrument as well as CQ indices
assess patients’ perceptions of the quality of the
care process rather than patient perceived out-
comes. Regarding patient perceived outcomes, it
is important that we do not only assess outcomes
‘from the patient perspective’ (e.g. patient-rated
health), but also outcomes outside the medical
domain, which are considered particularly rele-
vant or that are prioritized by individual patients,
for instance being able to maintain social con-
tacts, to participate in the labour market, to visit a
theatre, to do the shopping, to ride a bicycle or to
drive a car, or to experience autonomy in general.
As mentioned above, the ICF-model may be
useful to develop a comprehensive set of goal-
oriented ‘patient relevant outcomes’.

Development of support programmes for specific
target groups

Another issue that needs further attention is the
availability of appropriate programmes (within
or linked to current DMPs) for chronic patients
with limited functional or social resources and
for patients with other cultural backgrounds. A
prerequisite is that within existing DMPs equity
indicators are collected. Moreover, the support
needs of patient groups with lower access or
worse health outcomes need to be studied in-
depth in close collaboration with target patient
groups. To improve current DMPs we also
suggest to strengthen relationships with social
care and community services. GreB er al.'®
already concluded that the link between health-
care services and community resources and
policies, as proposed in CCM, is often missing.
Our observations tend to support this conclu-
sion. Some developments towards more inte-
gration are visible (e.g. England, Tuscany) and
may provide valuable information for other
DMPs as well.
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Alternative models to manage multimorbidity

Judging from our survey we conclude that most
European DMPs do not have a solid answer yet
to the problem of multimorbidity. In many
European countries disease management is of a
very recent date and methods of linking DMPs
or dealing with multimorbidity have to be
developed yet. Some country-experts report the
development of applications within DMPs to
deal with prevalent comorbidities. Others report
experiments with case management for patients
with multiple conditions within or linked to
existing DMPs.

Without trivializing the potential of DMPs to
improve the quality of chronic illness care, dis-
ease management may not be the full answer to
the challenges of ageing populations with multi-
morbidity. Therefore we suggest to reflect fun-
damentally on a different approach to address
the needs of people with multiple chronic con-
ditions. To respond adequately to the combined
physical, functional, mental and social needs of
these people, we believe that patient-centredness
and goal-oriented care should be the key ele-
ments of such an approach as these allow cross-
ing boundaries of individual diseases. Recently, a
generic comprehensive model of goal-oriented
care based within primary care has been pro-
posed.*® Primary care is ideally suited to the
management of multimorbidity, as it puts the
patient, his values and his social context at the
centre of the care process rather than specific
diseases. Hence, to implement such generic
comprehensive models of care a strong primary
care system is necessary.*’ This is not to say that
primary care is the only type of care that should
be involved. We believe that chronic illness care
could benefit from strong relationships with
social care and community facilities. Naturally,
specialized medical care may be necessary in
some phases of the illness process as well.

We suggest some components of the proposed
generic care model that should be taken into
account in the management of multimorbidity:

1. shared-decision making with patients (and
their families) to prioritize goals and care
options from the patient perspective;

2. assessing the feasability and acceptability of
non-medical treatment and preventive behav-
iours for patients, and exploring their self-
efficacy and health beliefs;

3. consider possible harm of medical interven-
tions, e.g. being attentive to possible interference
of medicines and side-effects (principle of ‘pri-
mum non nocere’);

4. assessing the feasability and acceptability for
patients of medication intake in case of poly-
farmacy and exploring patients’ medication
concerns;

5. assessing the total burden of treatment (not
only drug management, but also patients’ efforts
to organize and coordinate care and to gain
knowledge and abilities to share in decision
making) for individual patients and to tailor
their care to patients’ daily lives (call for ‘mini-
mally disruptive medicine’*);

6. closely monitoring of the development and
impact of functional limitations and impairments;
7. increasing the ‘social capital’ through the
establishment of intersectoral relationships with
community services and organizations to pre-
vent or reduce participation problems (e.g. social
isolation, being housebound, unemployment).

This latter component asks for structural
investment in building strong relationships with
social care and local community services. In
addition, research is needed to help clinicians
gain knowledge and skills to address these
components in daily practice and to make
changes in health-care systems to support
patient-centredness and goal-oriented care. In
order to increase the quality of chronic illness
care, it is important that universal health out-
comes and outcomes that address patients’ goals
are assessed in DMPs and other care pro-
grammes as well.
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