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ABSTRACT

Introduction To date, little is known on how social

care data could be used to inform performance-based
governance to accelerate progress towards integrated
health and social care.

Objectives and design This study aims to perform a
descriptive evaluation of available social care data in the
Netherlands and its fitness for integrated health and social
care service governance. An exploratory mixed-method
qualitative study was undertaken based on desktop
research (41 included indicators), semi-structured expert
interviews (13 interviews including 18 experts) and a
reflection session (10 experts).

Setting The Netherlands; social care is care provided in
accordance with the Social Support Act, the Participation
Law and the Law for Municipal debt-counselling.
Results This study found six current uses for social
care data: (@) communication and accountability, (b)
monitoring social care policy, (c) early warning systems,
(d) controls and fraud detection, (e) outreaching efforts
and (f) prioritisation. Further optimisation should be
sought through: standardisation, management of data
exchange across domains, awareness of the link between
registration and financing, strengthening the overall

trust in data sharing. The study found five ways the
enhanced social care data could be used to improve the
governance of integrated health and social care services:
(a) cross-domain learning and cooperation (eg, through
benchmarks), (b) preventative measures and early
warning systems, (c) give insight regarding the quality
and effectivity of social care in a broader perspective, (d)
clearer accountability of social care towards contracting
parties and policy, (e) enable cross-sector data-driven
governance model.

Conclusion Although there are several innovative
initiatives for the optimisation of the use of social care
data in the Netherlands, the current social care data
landscape and management is not yet fit to support the
new policy initiatives to strengthen integrated health and
social care service governance. Directions for addressing
the shortcomings are provided.

INTRODUCTION (BACKGROUND AND PROBLEM
STATEMENT)

Sound and reliable health and social care
information at the right place and at the right

,"? Niek S Klazinga,'? Dionne S Kringos'*

STRENGTHS AND LIMITATIONS OF THIS STUDY

= In our desk-top research we used an explorative ap-
proach and publically available data sources. This
can have biased our findings towards finding more
data sources aligned with government roles.

= We limited our scope to data sources with a national
representation which can have biased results to-
wards finding more aggregate data.

= We minimised these biases by including experts
from different levels (micro, meso and macro) and
experts from a diverse social care data processing
and use background in the interviews and reflection
session to enrich the desktop study and validate
results.

= Public sources in social care data like the dash-
boards and monitors used in this study are con-
stantly developing, thus the results of the study are
subject to change over time.

time is essential for effective decision making
in health systems.'™ Integrated health
services, described by the WHO as ‘health
services that are managed and delivered in a
way that ensures people receive a continuum
of health promotion, disease prevention,
diagnosis, treatment, disease management,
rehabilitation and palliative care services, at
the different levels and sites of care within
the health system, and according to their
needs throughout their life course’(WHO,
2015), has become an important focus of
many health system reforms. As a conse-
quence, performance information presented
in the traditional siloes of public health data,
healthcare data and social care data form a
hindrance for effective governance across
the domains of health promotion, disease
prevention, diagnosis, treatment, disease
management, rehabilitation and palliative
care services.! ° Challenges in financing
(rising (complexity in) health and social
care needs and costs), personnel (lack of
care professionals) and society (eg, pressure
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on solidarity) are jeopardising the sustainability of the
healthcare system.’

The COVID-19 pandemic has highlighted that in order
to effectively monitor and govern our health systems, data
from a broad range of sources using demographics, social
care data, healthcare data and public health data needs to
be systematically integrated. This was demonstrated by the
need to monitor information in coherence and including
social, behavioural and economic perspectives next to
epidemiological considerations.” Countries worldwide
are struggling with integrating these diverse types of data
to establish comprehensive performance intelligence for
decision making. Despite data rich health systems, these
systems are information poor, indicating an unfulfilled
potential of data and digital technologies.® Additionally,
the COVID-19 pandemic has increased the pressure on
the often already overstretched healthcare services and
national budgets globally.” In order to reduce this pres-
sure policy makers are shifting their attention to health
promotion and disease prevention. Strengthening social
care is part of this agenda. Investments in social care (eg,
housing, income support, nutrition support, care coor-
dination and community outreach) can have a positive
impact on the health of citizens and healthcare service
needs and use."’

Countries and regions worldwide are investing in an
integrated health and social care data infrastructure. The
main purposes of the data infrastructures differ from
primary uses of data (eg, supporting clinical practice) to
facilitate a vast range of secondary data uses (eg, research,
policy, governance) on regional or national levels. For
instance, Finland’s Sotkanet, a national health and social
care data infrastructure, has more comprehensive data
available to inform their decision making from a broader
welfare perspective.'’ The affiliated Oulu Self Care Service
shows that an integrated data system can also function as
an enabler and improve chronic care health outcomes
and efficiency through shared use of health and social
care data among care providers.'”” New Zealand’s inte-
grated health infrastructure (IDI) illustrates that cross-
cutting data can give insights needed to govern effectively
throughout the health and welfare system.” '* This
national integrated health infrastructure was for example
used for descriptive research to characterise adolescents
who experience poor health outcomes." It was also used
to define cohorts in the existing population; one example
was a cohort of people with chronic diseases to define
effects on work and income.'® Thus, linking social care
data to healthcare data shows potential for integrated
governance, but there are also known pitfalls. A Cana-
dian study linking administrative social assistance data to
healthcare data warns for potential biases due to linkage
errors.'” A study in Dundee, Scotland found that linkage
between health and social care data faced challenges
around data linkage (eg, use of a shared identifier across
organisations), data analysis (eg, understanding missing
data) and the need for tacit knowledge (eg, people under-
standing the data, its limitations and what it represents)

limiting the full exploitation.'® The Integrated Children’s
System in the UK initially followed a top-down managerial
approach emphasising on accountability of institutional
risk instead of user-centredness which had a detrimental
effect on professional autonomy.'” These examples show
that a thorough understanding of social care data, its
characteristics and use are needed to exploit its potential
to gain actionable insights.

The motto of the Dutch Ministry of Health, Welfare and
Sport is ‘Everyone healthy, fit and resilient’. In the Neth-
erlands multi-stakeholder policy agreements on strategic
directions are considered a classical tool for governing
the health and welfare sectors. The latest policy changes
aim to transform an illness insurance system into a health
insurance system. In 2022, Dutch stakeholders in the
health and welfare sectors launched multiple integrated
policy agreements and programmes to facilitate a more
integrate delivery of health and social care services: the
Integrated Care Agreement (IZA), the Healthy and Active
living Agreement (GALA), the Housing, Support and
Care for the Elderly Programme (WOZO) and the Future-
proof Care and Welfare Labour Market Progr21mrne.20_23
In these initiatives, cooperation and integration of health
and social care services and prevention efforts are high-
lighted as important ways forward to subdue the pressure
on the healthcare system and its staff. The Netherlands
has many (N: >450) care partnerships.”* These are often
regional initiatives and alliances that are strengthening
their provision of integrated health and care services for
better outcomes.” The bandwidth of data-driven action
in these collaborations is broad. Some collaborations see
it as a need to have, others as a nice to have.?* In 2015, the
decentralisation of social care responsibilities increased
the municipal responsibilities towards vulnerable indi-
viduals and populations. Efforts in integrated care are
particularly aimed at for vulnerable individuals and popu-
lations.?* %% With a high political and regional interest
in integrating health and social services, the Netherlands
is a relevant country for an explorative study on social
care data and its fitness for integrated health and social
care service governance.

General aims and objectives

This study aims to perform a descriptive evaluation of
the landscape of social care data in the Netherlands, its
current use and how it can be improved. It attempts to
explore the fitness for purpose and use of social care data
to contribute to integrated health and social care service
governance.

Research questions

1. What are the current uses of social care data in the
Netherlands, and how can the usability of this data be
enhanced?

2. In what ways can enhanced social care data contribute
to the governance of integrated health and social care
services?
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RESEARCH METHODS

Research design and scope

A constructivism exploratory qualitative study design% was
employed using: (a) desktop research, (b) semi-structured
expert interviews and (c) a reflection session. The study
conforms to the Consolidated Criteria for Reporting
Qualitative Studies, the 32-item checklist for this study
can be found in online supplemental material 1. Our
research design was grounded in the healthcare perfor-
mance intelligence pyramid.' The hierarchical pyramid
defines how measurement through data collection and
its translation to indicators is at the base of governance
and management through information and knowledge.
Action and utilisation is the ultimate end goal and needs
its own translation from information and knowledge to
practice. Each of these steps needs to consider the regula-
tory, organisational, political and cultural context.

The scope of this research is social care as provided
within the municipal responsibilities in the Netherlands
through: (a) the Social Support Act (Wet Maatschap-
pelijke Ondersteuning, WMO); regulating municipal
responsibility for supplementing citizens in their care
need, (b) the Participation Law (Participatiewet);
regulating municipal responsibility for supporting citi-
zens in participating in the society and (c) the Law for
Municipal debt-counselling (Wet Gemeentelijke Schuld-
hulpverlening); regulating municipal responsibility for
supporting citizens in financial need. As the focus of this
study is on the adult population we have excluded social
care as provided by the Youth Act (Jeugdwet); regulating
the preventative and mental healthcare for children. As
social care was decentralised to municipal level in 2015 in
the Netherlands, we have only included documents from
beyond this time point in our desktop research.

Patient and public involvement

Clients, patients and the public have not been involved in
the design or conduct of the study. Social care clients were
represented in the interviews and the reflection session
by the National (social care) Client Council. The results
of the study will be disseminated through our network
and shared with all study participants.

Data collection and coding

Our data collection took place from January 2022 to
October 2022. The desktop research aimed to get an
overview of publicly available social care indicators. We
used two starting points: (a) the website vzinfo.nl of the
National Institute for Public Health and the Environ-
ment commissioned by the Ministry of Health, Welfare
and Sport, which provides an overview and metadata
of available public health and care information and
(b) a social care stakeholder analysis done by Driesten
et al. in 2021.* Data included in this study was either
collected on a national level, or purposefully sampled to
represent the national population. Data(sets) that were
collected only for a single organisation/municipality
or region were excluded from this study. We collected

all described indicators from dashboards and reports
found via these two starting points that met the scope
of this research. An overview of all the collected dash-
boards and reports included in the desktop research
and their references can be found in online supple-
mental material 2.

The expertinterviews aimed to complement the desktop
research and highlight current uses of social care data
and indicators within the social care domain, to describe
ways to optimise social care data (infrastructure), and to
highlight potential uses for integrated health and social
care service governance. We purposively sampled experts
based on the sources found in the desktop research, and
gave them the opportunity to refer to other experts in the
field of social care data in the Netherlands. The partici-
pants were approached via email, phone and LinkedIn.
We aimed to have at least two representatives from each
level of the healthcare system: micro (social care clients
and care professionals), meso (data custodians and data
processing organisations) and macro (policy and legal
experts) levels. Most interviews were organised digitally in
the aftermath of the COVID-19 pandemic and the dura-
tion of the interviews was between 33 and 60 min. Three
approached participants dropped out without stating a
reason, one approached participant could not to partic-
ipate due to prioritisation issues at that moment. The
interview guideline (online supplemental material 3) was
grounded in the healthcare performance intelligence
pyramid. Before the start of the study, research goals and
the research team (department, credentials and occupa-
tion) were introduced to the interviewees via email. With
the written informed consent of participants, all inter-
views were audio-recorded and transcribed. Transcripts
were emailed to the participants and they were given at
least 2weeks to review and adjust the content of their
transcript without limitations. The validated transcripts
were used for the thematic analysis.

The reflection session was organised on 12 October 2022
with the following aims: (a) to validate the draft results
from the desktop research and semi-structured interviews
and (b) to consolidate key findings. It was organised digi-
tally in the aftermath of the COVID-19 pandemic. First,
the study team presented the draft results. Second, partic-
ipants shared their general reflections on the draft results.
Finally, the following questions were discussed in-depth:
(a) is the outlined landscape of available social care data
and indicators, its management and its use recognisable?;
(b) how can we optimise the use of available social care
data within the social care domain?; (c¢) how can social
care data contribute to public health and healthcare?
And vice versa?; and (d) how can social care data be used
in governing towards regional integrated care provision?
The reflection session was audio recorded with the verbal
informed consent of all participants. The draft results
from the desktop study and expert interviews were shared
with the participants in advance.
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Data analysis

To answer research question 1, we used information
retrieved from desktop research and interviews. First,
we constructed an overview of all dashboards and docu-
ments collected with their data custodian and a qualita-
tive description of their content (online supplemental
material 2). Then we abstracted all indicators within the
scope of this research and grouped them in their legal
silos. Finally, we categorised them into the following
subgenres: input, process and output, outcome, and
impact and allocated source types (administrative,
medical record, registry, survey, direct observation) to
each indicator. Transcript pieces that described avail-
able social care data in the Netherlands were used to
enrich the desktop research by adding additional data
sources. We selected and then grouped all pieces of the
transcripts from the interviews that described social care
data in the Netherlands, its current use and how it can be
improved. Then we analysed the transcript pieces using
an analytic induction process using key words and state-
ments to define how social care data is currently used
and can be improved.

To answer research question 2, pieces of the inter-
view transcripts were grouped that relate to the current
and potential use of social care data to improve inte-
grated health and social care service governance. Then
an analytic induction process using key words and state-
ments was used to define how social care data was used for
integrated health and social care service governance. The
draft results of research question 1 and 2 were presented,
enriched, clarified and verified in the reflection session.

RESULTS

Characteristics of the data sources and informants

The sources included in the desktop research can be
found in online supplemental material 2. 13 interviews
were conducted with a total of 18 experts including
representatives for social care clients and providers,
representatives from the municipalities, social care
administrative data processors, owners of social care
dashboards and indicator reports and experts from the
healthcare insurance data field with experience in inte-
grated care projects. Three participants made minor
changes to their interview transcript. The changes
contained clarifications of the content and additions to
the content. No changes to the transcripts were made
that affected the results. The interviewee list with back-
ground/expertise can be found in online supplemental
material 4. The reflection session included ten experts
on social care data, including representatives for social
care clients (n=1) and providers (n=2), representatives
from the municipalities (n=2), social care administra-
tive data processors (n=4, from three different organi-
sations and working with different social care data) and
an expert from the healthcare insurance data field with
experience in integrated care projects (n=1).

What social care data is available in the Netherlands and how
is it used?

Measuring social care data: data collection and indicators

The most common data source types used to populate
the included social care indicators were administrative
data (including the needs assessment done for adminis-
trative purposes) and surveys (often samples representa-
tive to national population). Indicators on use and costs
of services were most common and most often reported
on municipal or neighbourhood level. These indicators
were often updated once or two times a year. There is a
diversity in measurement instruments to measure an indi-
vidual’s needs for social care. However, there is a national
guideline for a needs assessment obligatory in order to
receive the social care provided. Prediction models (eg,
the Social Support Act prediction model) are available.
However, one expert mentioned that policymakers find
such models difficult to apply due to the lack of data
driven personnel and a data driven work culture. Policy
makers are also hesitant to use these models as they are
by definition incorrect, as they only model reality and can
prove to be incorrect in hindsight.

The use of client reported data for decision making is
very limited in the social care domain. There is a legal
obligation in the Social Support Act for municipalities
to carry out a national client experiences measure. Until
2021 this measure consisted of 10 nationally defined ques-
tions divided in three themes: (a) access to services, (b)
quality of the services provided and (c) the effect on the
independence for the client and his/her participation
in society. However, since 2021, due to suboptimal use of
the measure, municipalities are free to adapt the client
experience measure to their needs, either using the 10
defined questions, adding additional questions or using
their own survey format. Experts state that this tailoring
of the survey by municipalities might be detrimental to
cross-municipality comparisons. Besides the national
client experience measure, client stories are occasionally
used to represent clients’ voices to complement the data
provided, this is relatively customary in the municipal
reporting on social care.

The tables give an overview of all included indicators
and their defined indicator and data source type per legal
silo.

For the Social Support Act we included 17 indicators
(table 1). Most were sourced from survey data or admin-
istrative data and gave insight on (potential) inputs or
processes and outputs.

For the Participation Law we included 19 indicators
(table 2). All were sourced from survey data or admin-
istrative data and most gave insight on processes and
outputs or outcomes.

For the Law for Municipal debt-counselling we included
nine indicators (table 3). All were sourced from survey
data or administrative data and most gave insight on
processes and outputs.
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Table 1

Social care indicators included in the desktop study within scope of the Social Support Act

Indicator

Type of indicator Type of source

Trend in the number of potential informal carers
% vulnerable population

% of people with one or more limitation in daily functioning
% of people with one or more restrictions in their mobility
% of people with restrictions in their eye sight

% of people with hearing disabilities

Budgeted and actual costs for Social Support Act

Municipal policy (only customised provisions, mainly customised provisions, as

(potential) Input
(potential) Input

Survey data

Administrative/survey/
medical record data

potential) Input Survey data

potential) Input Survey data

potential) Input Survey data

)
)
)
)

(
(
(
(potential) Input Survey data
Input Administrative

Input Survey data

many general as customised provisions, mainly general provisions, only general

provisions) of Social Support Act care provision
Ratio between households with and without care provision

Relative number of households with provisions of care and support by number

of provisions

Relative number of households with provisions of care and support by number

of provisions per domain

Trend number of inhabitants with Social Support Act care provision
Relative number of inhabitants with Social Support Act care provision by

category
Number of inhabitants with Social Support Act care provision
Relative number of inhabitants in sheltered housing by region

Number of terminated Social Support Act provisions by reason (total,

Process and output Administrative

Process and output Administrative

Process and output Administrative

Process and output Administrative

Process and output Administrative

Administrative

Survey data/
administrative

Process and output
Process and output

Process and output Administrative

deceased, planned/anticipated termination, move to other municipality, other/

unknown)

Qualitative reporting of the WMO client experience outcomes

WMO, Wet Maatschappelijke Ondersteuning.

Governance and management in social care data: rules for
translation to information and knowledge
National administrative registration standards are in
place, for example, the i-WMO standard. However,
municipalities have the legal mandate for the social care
provision. This mandate also includes how to structure
and use (administrative) social care data. This makes
national level benchmarking between municipalities
difficult, due to a high variability in interpretation and
use of the available national standards. The diversity of
payment models within and across municipalities also
impact the way municipalities structure this data, making
this data only interpretable if: (a) within a known context
(eg, on municipal level) or (b) aggregated to very general
terms where this variation is diminished. Our sources
also showed a big variety between municipalities in data
processing power, ranging from own data processing
departments to support policy decisions to the minimal
data processing needed for accountability purposes. This
variety in data processing power also exists between social
care provider organisations.

Legislation on the use of social care data mainly covers
accountability of social provisions (fraud and supervision),

Outcome Survey data

the use of the citizen service number for identifica- €~

tion, and permission required for use of personal data
(privacy). Multiple public and private parties can fulfil the
role of data processor in social care in the Netherlands,

however often under municipal authority. But the use of

social care data for quality improvement of care provi-
sion by integrated provider networks, research or policy
action is not defined in the legislation. Thus, a weighing
between respecting privacy of personal data on the one
hand and having data available to deliver adequate social
care services or take timely policy action on the other
hand, cannot be made.

Utilisation of social care data: what is done with the acquired
knowledge through data

Social care data is mostly used in the communication and

accountability between care providers and financers (eg,
official needs assessments or registration of start and end
a care trajectory), and in monitoring social care policy on
municipal and national levels (eg, monitor on adult health
and health of the elderly). There is an early warning system
on over-indebtedness using non-payments of housing, util-
ities and healthcare insurance to alert municipalities to a
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Table 2 Social care indicators included in the desktop study within scope of the Participation Law

Indicator

Type of indicator Type of source

Trend in pension age
Ratio between households with and without care provision

Relative number of households with provisions of care and support by number of

provisions
Relative number of households with provisions of care and support by number of

provisions per domain
Number of inhabitants with a welfare benefit
Number of inhabitants with a welfare benefit by municipality and reference group

Number of inhabitants with a reintegration facility

Relative number of inhabitants with a reintegration facility by municipality and reference

Input

Process and
output

Process and
output

Process and

Survey data
Administrative

Administrative

Administrative

group
Number of unemployed inhabitants in working age

% inhabitants participating in formal work, volunteer work and informal care by sex
% of persons with/without health problems with formal work by age categories
% of the formal work population with/without health problems by age categories

% of net formal work participation by age category and sex

Number of inhabitants of the formal workers working part-time by sex

% Unemployment by age category and sex

Trend % net formal work participation by two age categories and sex

Trend % unemployment by age category and sex
% Unemployed young professionals

SES-WOA score (financial prosperity, level of education and recent employment history

of private households)

potential demand in social care services to prevent over-
indebtedness. According to one of the care organisations
interviewed this proactive exchange of information has
led to the prompt identification of individuals requiring
services, thereby minimising the need for involuntary out-
of-house placements in the serviced district. Nevertheless,
additional insights from interviewed experts underscored
that in numerous regions, the transition from data avail-
ability to using that data for identification and subsequent
action by municipalities, necessary for achieving impact,
still requires improvement. Data alone does not lead to
action.

Traditionally, data in the social care domain has been
used for controls and fraud detection, which has led to
a distrust in data exchange in the social care domain
from the care provider and client perspective. Examples
of information used for controls and fraud detection
mentioned by interviewees were: (a) financial informa-
tion on care providers to guide the municipal purchasing
risk management strategy and (b) information on which
clients have access to Long Term Care Act resources to
check whether the Social Support Act resources given
are still relevant. Some recent examples rethink this

output

Process and Administrative
output

Process and Administrative
output

Process and Administrative
output

Process and Administrative
output

Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Outcome Survey data
Impact Administrative

approach, like the outreaching efforts of the Social Insur-
ance Bank (SVB) to track and locate eligible citizens
entitled to receive a pension, yet for reasons unknown,
have not (yet) applied for it. We have identified an illus-
trative prioritisation case where a social work organisation
employed national demographic data in tandem with
their client base to evaluate whether they are effectively
directing their efforts toward the neighbourhood exhib-
iting the highest (predicted) need for debt counselling.

Improving the social care data use

Data: standardisation of registration

A high variation between municipalities in social care
data, data infrastructure and processing (power) is the
result of policy decentralisation efforts aiming to provide
care ‘closer to home’. Efforts to standardise product
codes have already yielded results (from 100.000 product
codes in 2015 to about 3.000-4.000 product codes per
law during the time of this research). However, some
experts interviewed believe that more standardisation
in social care data, its infrastructure and its processing
can increase comparability and decrease administrative
burden on the long run for care provider organisations

6
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Table 3 Social care indicators included in the desktop study within scope of the Law for Municipal debt-counselling

Indicator

Type of indicator Type of source

Municipal capacity to provide debt counselling services (enough capacity for demand,

Input Survey data

enough capacity for demand, but sustainability for the future is under pressure, not

enough capacity for demand)

Factors that determine the manner in which early warning signals for over indebtedness
are followed up (type of notification, debt size, type of non-payment, age, composition of

the household, time passed since notification, postal code)

Number of applications for municipal debt counselling services

Qualitative reporting by cooperating municipalities on the (change in) target group for

municipal debt counselling services

Number of early warning signals (one non-payment from one specific provider on one

home address) per 1000 inhabitants per municipality

Number of early warning notifications (multiple signals at one address) per municipality
Number of contacts (defined as contact with a reaction, eg, reply to email, opening the
door, answering the phone call) resulting from early warning signals

% of inhabitants accepting the offer for debt counselling services

SES-WOA score (financial prosperity, level of education and recent employment history

of private households)

and municipalities alike. We found heterogeneous roles
and responsibilities in the coordination and alignment
of data processing in social care. It has become difficult
to compare even similar indicators due to source and
processing variability. Establishing a well-defined gover-
nance structure for social care data, along with a robust
infrastructure and processing framework, could enhance
the stability and interpretability of the available data
for more effective utilisation. Standardisation initiatives
can provide a coherent framework for data registration,
thereby mitigating interpretation challenges associated
with the registration process. Representatives from social
care organisations emphasise the importance of consid-
ering that standardising data registration does not imply a
necessity to diminish regional variability in care delivery,
especially when diverse regions exhibit distinct care
needs.

Governance and management of social care data across domains
and within clear roles for a societal purpose

Data processing is often operationalised per legal and
financial silo. Experts state that in order to have a clear
picture of the societal needs and impact of social care,
insight in performance information across legal and
financial silos is needed (eg, the association between
over-indebtedness and healthcare use). However, data
use across domains is legally and politically restricted in
the Netherlands. Additionally, cross-sector data sharing,
including across private and public interests, may have
more potential for preventative measures, but is politi-
cally sensitive. For example, in the context of nationally
organised debt counselling initiatives, it is noteworthy
that study loans exhibit a higher average credit per

Administrative/
survey data

Input

Process and Survey data

output

Process and Survey data
output

Process and Administrative
output

Process and Administrative
output

Process and Administrative
output

Process and Administrative
output

Impact Administrative

person compared with consumer credits. However, it
is essential to acknowledge that study loans, in contrast
to consumer credits, face less transparent monitoring
by credit providers, primarily due to political sensitivity.
The implementation of these supplementary prevention
options could yield positive effects, provided they operate
within the requisite boundaries of a robust ethical and
legal framework. This ensures alignment between data
use and its intended societal purpose while avoiding any
potential discrepancies.

Multiple experts state that legislation concerning data
exchange and processing ought to prioritise explicit use
and purpose rather than merely restricting (while simul-
taneously facilitating extensive) data processing and
integration within specific financial or legal silos. The
measurement of service effectiveness and affordability
remains constrained, as does the availability of metrics
aligned with newly articulated national policy goals, such
as the IZA. Currently, there is limited data on the well-
being of citizens, including how to sustain healthy lives
and identify potential risks to health.

Awareness of the association between registration and financing
mechanisms

We found that indicators in social care frequently rely
on administrative data sources, leading to a notable
influence from financing structures and incentives
on these indicators. One of the examples given in the
interviews was in a Participation Law indicator. When
an individual transitions to a different role within the
same company, the data records this as a job change
or switch, with an ‘end of trajectory’ and a subse-
quent ‘new beginning of trajectory’ being registered.
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Leveraging this data to gain insights into stability in
societal participation was inherently biased, revealing
an overemphasis on short-term employer relations.

According to the experts in our study, financing
on a population level remains more theoretical than
practical. Nonetheless, a shift in financing models
could potentially impact data availability within the
social care domain. For example, there are munici-
palities that have started using clustered/population/
performance contracts in contracting social care
organisations. This means that some municipalities
no longer are able to distinguish (parts of) the care
provided into potentially relevant subgroups, thus
registering entries under ‘other’, ‘unknown’ or esti-
mating percentages.

Improve the trust relationship between municipalities, care
providers and clients

The complexity of the social care data infrastructure
and processing compromises the transparency towards
clients. This has consequences for the trust clients
have in the processing of their data. As one expert
puts it: ‘Unknown makes unloved’. This, together with
the history of social care data uses towards control
and fraud purposes has deteriorated the relationship
between social care financers (eg, municipalities) and
clients. To improve this relation a dialogue is needed
between clients and social care financers to discuss the
different perspectives and bring them together. Both
parties must acquire the necessary skills to engage in
this dialogue effectively. Additionally, illustrating the
processes involved in data exchange and showcasing
the potential benefits, as well as the actual outcomes
and impact it brings to society, can enhance this rela-
tionship. An alternative approach involves shifting the
utilisation of data from control and fraud detection
purposes to prioritising citizen rights. Data could then
be employed to identify individuals entitled to specific
social care provisions but are not currently receiving
them.

Potential uses for social care data to improve the governance in
integrated care practice and policies

Experts state that the enhanced social care data can
contribute to the governance of integrated health and
social care services. Five potential uses were stated:
(a) cross-domain data (including social care data)
can facilitate cross-domain learning and cooperation
(eg, through benchmarks), (b) integrating social care
data with population demographics, welfare, public
health and healthcare data can facilitate preventative
measures and create early warning systems, (c) it can
give insight regarding the quality and effectivity of
social care in a broader perspective, (d) better social
care insights can enable a clearer accountability of
social care towards contracting parties and policy and
(e) it can facilitate parties in a more data-driven gover-
nance model.

DISCUSSION

Principle findings

This study aimed to investigate the current applications
of social care data in the Netherlands, identify areas for
improvement, and assess how enhanced social care data
can contribute to the governance of integrated health
and social care services. We found that there is a rich
array of social care data sources and information applica-
tions in the Netherlands such as public dashboards and
policy monitors. Six current uses for social care data were
identified: (a) communication and accountability, (b)
monitoring social care policy, (c) early warning systems,
(d) controls and fraud detection, (e) outreaching efforts
and (f) prioritisation. However, the present state of data
and information in social care restricts its use for inte-
grated care governance. Enhancing the data involves
initiatives in standardisation, effective management of
data exchange across domains, recognising the connec-
tion between registration and financing, and bolstering
societal trust in data sharing overall. Five potential ways
were identified to use this enhanced data to improve the
governance in integrated health and social care services:
(a) cross-domain learning and cooperation (eg, through
benchmarks), (b) preventative measures and early
warning systems, (c) give insight regarding the quality
and effectivity of social care in a broader perspective, (d)
clearer accountability of social care towards contracting
parties and policy, (e) enable cross-sector data-driven
governance model.

Strengths and weaknesses of the study

This study is conducted within the Dutch context but
can serve as inspiration for other high-income countries
transitioning from a fragmented healthcare regulated
market to regional governance of integrated care. In our
desk-top research we used an explorative approach and
publicly available data sources. This can have biased our
findings towards finding more data sources aligned with
government roles. We limited our scope to data sources
with a national representation which can have biased
results towards finding more aggregate data. We mini-
mised these biases by including experts from different
levels (micro, meso and macro) and experts from
diverse backgrounds in social care data processing and
usage in the interviews and reflection session to enrich
the desktop study and validate results. Public sources in
social care data like the dashboards and monitors used
in this study are constantly developing, thus the results of
the study are subject to change over time. This research
was designed to be a starting point and not to exhaust
all options. Different stakeholder settings could generate
different results. We have limited the bias by intention-
ally taking available public indicators as a starting point
for stakeholders to reflect on and by including a wide
variety of stakeholders in our interviews and the reflec-
tion session.
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Possible explanations and implications on micro, meso and
macro levels

Our results are characteristic for a fragmented health-
care system (OECD, 2022).” In these systems legal and
financial silos are a barrier for integrated healthcare,
public health and social care provision governance®
(OECD, 2022). In the Netherlands social care responsi-
bilities have been decentralised from the federal to the
municipal level, resulting in variations between munici-
palities regarding data processing and utilisation. There
are recent attempts in the policy agenda to integrate care
services, expressed by (among other incentives) the IZA,
the GALA and the WOZO.*** To effectively implement
and oversee these agreements, actionable information
tailored to the right individual at the right time is essen-
tial. However, our findings reveal that social care data is
fragmented, standardised to a limited extent, and offers
suboptimal linkage possibilities with various legal and
financial care silos. Despite these challenges, there is a
current trend toward increased integration, endorsed
by a majority of political parties in the Netherlands. The
outcomes of the November 2023 elections will addition-
ally influence political support for further reforms in
financing arrangements aligned with integrated care
ambitions.

To effectively monitor and address health system
goals, including quality, accessibility and affordability,
it is imperative to link a diverse range of data sources.
Statistics Netherlands has demonstrated the feasibility of
linkages, although they are frequently employed only at
aggregated levels. The recent policy programmes should
be accompanied by a monitoring system to monitor prog-
ress in achieving the ambitions informing the key stake-
holders to support their respective roles. Our findings
show that different levels in the system and the different
roles represented require different pieces of information
in order to support effective decision making. Our find-
ings also indicate that the existing social care data infra-
structure falls short in providing individual clients with
a comprehensive overview of their integrated health and
social care provisions. Additionally, social care providers
face challenges in exchanging data with other health
and social care professionals. Financers in social care
encounter difficulties linking their administrative data to
healthcare domain financers, and the current data infra-
structure does not adequately support the monitoring of
integrated agreements made between different parties.
Recently the Dutch government has been working on
an overall strategy and legislation (eg, Electronic Data
Sharing in Health Care Act) on the information infra-
structure in health and social care.” * But the emphasis
of the approach is put on the curative healthcare sector.
Establishing a governance structure and guidelines is
crucial to facilitate the implementation of actionable link-
ages across domains and within various legal and finan-
cial silos.

Future research

Our research design has provided first-hand insights into
the utilisation of social care data, addressing a notable
knowledge gap in the existing published literature. Policy
ambitions to integrate health and social care requires
adequate data and information. We recommend further
research to identify the essential data and information
exchanges required to support integrated health and
social care policy goals. The five potential uses found for
social care data to improve the governance of integrated
care practice and policies could be a focus for further
research that supports implementing the desired policies.

CONCLUSION

This study identified six current uses for social care data:
(a) communication and accountability, (b) monitoring
social care policy, (c) early warning systems, (d) controls
and fraud detection, (e) outreaching efforts and (f) prior-
itisation. Further optimisation is recommended through
standardisation, effective management of data exchange
across domains, increased awareness of the link between
registration and financing, and reinforcing societal trust
in data sharing. Additionally, the study revealed five ways
in which enhanced social care data could be employed
to govern integrated health and social care services: (a)
fostering cross-domain learning and cooperation (eg,
through benchmarks), (b) implementing preventative
measures and early warning systems, (c) providing insight
into the quality and effectiveness of social care from a
broader perspective, (d) enhancing accountability of
social care toward contracting parties and policy and (e)
enabling a cross-sector data-driven governance model.

Acknowledgements The authors thank all citizen representatives, health and
social care professionals and data experts who were willing to reflect on social data
use in the Netherlands so openly during the interviews and the reflection session.

Contributors This research was drafted by VLLCB (female, BSc, MA; PhD
candidate), DSK (female, associate professor and principal investigator and
educator) and NK (male, full professor of social medicine, MD). The desktop
research and expert interviews were executed by VLLCB (experienced in interviews,
reflection sessions and qualitative research) in close collaboration and supervision
of DSK and NK. The reflection session was moderated by NK and accompanied

by DSK and VLLCB who took notes. All authors have read and approved this
manuscript. The quarantor of this research is VLLCB.

Funding This work was supported by the European Union Funded Marie
Sklodowska-Curie Innovative Training Network 'HealthPros' grant number 765141.

Competing interests None declared.

Patient and public involvement Patients and/or the public were not involved in
the design, or conduct, or reporting, or dissemination plans of this research.

Patient consent for publication Not applicable.

Ethics approval This study involves human participants and was approved by
Medical Ethics Review Committee of the Academic Medical Center (reference
number: W22_136#22.179). Participants gave informed consent to participate in
the study before taking part.

Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement Data are available upon reasonable request. The
data that support the findings of this study are available on request from the
corresponding author (VLLCB) for checks on scientific integrity or quality control

Bos VLLC, et al. BMJ Open 2024;14:¢078390. doi:10.1136/bmjopen-2023-078390

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| 8p anbiyde.bollgig sousby 1e 5Zoz ‘0T aunr uo /wod [wq uadolway/:dny wouy pspeojumoq 20z |1dy §Z Uo 06£8/.0-£202-uadolwag/9eTT 0T se paysiignd 1su1) :uado NG


http://bmjopen.bmj.com/

by licensed parties. For other reasons, due to the personal nature of this data,
permission of the participants is required.

Supplemental material This content has been supplied by the author(s). It has
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been
peer-reviewed. Any opinions or recommendations discussed are solely those

of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and
responsibility arising from any reliance placed on the content. Where the content
includes any translated material, BMJ does not warrant the accuracy and reliability
of the translations (including but not limited to local regulations, clinical guidelines,
terminology, drug names and drug dosages), and is not responsible for any error
and/or omissions arising from translation and adaptation or otherwise.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits
others to copy, redistribute, remix, transform and build upon this work for any
purpose, provided the original work is properly cited, a link to the licence is given,
and indication of whether changes were made. See: https://creativecommons.org/
licenses/by/4.0/.

ORCID iD
Véronique LLC Bos http://orcid.org/0000-0002-7447-9662

REFERENCES

1 Kringos D, Carinci F, Barbazza E, et al. Managing COVID-19 within
and across health systems: why we need performance intelligence to
coordinate a global response. Health Res Policy Syst 2020;18:80:80:.

2 World Health Organization. Monitoring the Building Blocks of
Health Systems: A Handbook of Indicators and Their Measurement
Strategies. World Health Organization, 2010.

3 Colombo F, Oderkirk J, Slawomirski L. Health information systems,
electronic medical records, and big data in global Healthcare:
progress and challenges in OECD countries. Handbook of Global
Health 2020;1-31.

4 OECD. Who cares? attracting and retaining care workers for the
elderly. 2020.

5 OECD. Realising the potential of primary health care. 2020.

6 voor het Regeringsbeleid WR. Kiezen Voor Houdbare Zorg. Mensen,
Middelen en Maatschappelijk Draagvlak WRR-rapport 104. 2021.

7 World Health Organization. Strengthening and Adjustingpublic
Health Measures throughout the COVID-19 Transition Phases:
Policyconsiderations for the WHO European Region, 24 April 2020.
2020, World Health Organization. Regional Office for Europe. World
Health Organization, Regional Office for Europe, 2020.

8 OECD. Health in the 21st century. 2019.

9 OECD. Health at a glance 2021. 2021.

10 Taylor LA, Tan AX, Coyle CE, et al. Leveraging the social
determinants of health: what works PLoS One 2016;11:e0160217.

11 Karki J, Ailio E. The data model for social welfare in Finland. Stud
Health Technol Inform 2014;205:343-7.

12

13

25

26

27

28

29

30

31

32

Centre JR. In: Strategic intelligence monitor on personal health
systems, phase 3 (SIMPHS3): Oulu self-care (Finland), case study
report. 2015: Publications Office,

Milne BJ, Atkinson J, Blakely T, et al. Data resource profile: the

New Zealand integrated data infrastructure (IDI). Int J Epidemiol
2019;48:677-677e.

Zhao J, Gibb S, Jackson R, et al. Constructing whole of

population cohorts for health and social research using the New
Zealand integrated data infrastructure. Aust N Z J Public Health
2018;42:382-8.

McLeod KBC, Tumen S, Crichton S. Using integrated administrative
data to identify youth who are at Riskk of Poort outcomes as adults,
New Zealand Treasury: Wellington. 2015.

Dixon S. The employment and income effects of eight chronic and
acute health conditions, New Zealand Treasury working paper. 2015.
de Oliveira C, Gatov E, Rosella L, et al. Describing the linkage
between administrative social assistance and health care databases
in Ontario, Canada. Int J Popul Data Sci 2022;7:1689.

Witham MD, Frost H, McMurdo M, et al. Construction of a linked
health and social care database resource--lessons on process,
content and culture. Inform Health Soc Care 2015;40:229-39.
Wastell D, White S. Making sense of complex electronic records:
socio-technical design in social care. Appl Ergon 2014;45:143-9.
Rijksoverheid. Integraal Zorg Akkoord. Den Haag, 2022.
Rijksoverheid. WOZO Programma Wonen, Ondersteuning En Zorg
Voor Ouderen. 2022: Den Haag,

Rijksoverheid. Gezond En Actief Leven Akkoord. 2022: Den Haag,
Rijksoverheid. Programma Toekomstbestendige Arbeidsmarkt Zorg
En Welzijn. Den Haag, 2022.

Partners P. Verkenning Naar Domeinoverstijgende
Samenwerkingsverbanden Levert Waardevolle Inzichten op, Zonmw,
editor. 2022.

Bos VLLC, Klazinga NS, Kringos DS. Improving performance
intelligence for governing an integrated health and social care
delivery network: a case study on the Amsterdam Noord district.
BMC Health Serv Res 2021;21:517.

Kasteridis P, Street A, Dolman M, et al. Who would most benefit from
improved integrated care? implementing an Analytical strategy in
South Somerset. Int J Integr Care 2015;15:e001.

Society, T.C.0.PH. Met de Stroom Mee: Naar Een Duurzaam En
Adaptief Stelsel van Zorg En Ondersteuning. 2023: The Hague,
Rendle KA, Abramson CM, Garrett SB, et al. Beyond exploratory:

a tailored framework for designing and assessing qualitative health
research. BMJ Open 2019;9:e030123.

Van Driesten GBS, Zonderland S, Kraaijeveld K. Zé Werkt Het
Sociaal Domein. De Argumentenfabriek, 2021.

OECD. Towards an Integrated Health Information System in the
Netherlands. Paris: OECD Publishing, Available: https://www.oecd-
ilibrary.org/social-issues-migration-health/towards-an-integrated-
health-information-system-in-the-netherlands_a1568975-en
Rijksoverheid. Electronic Data Sharing in Health Care Act. 2023: The
Hague,

Ministry of Health, W.a.S. National strategy on the health information
system in the Netherlands. 2023.

10

Bos VLLC, et al. BMJ Open 2024;14:6078390. doi:10.1136/bmjopen-2023-078390

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| 8p anbiyde.bollgig sousby 1e 5Zoz ‘0T aunr uo /wod [wq uadolway/:dny wouy pspeojumoq 20z |1dy §Z Uo 06£8/.0-£202-uadolwag/9eTT 0T se paysiignd 1su1) :uado NG


https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0002-7447-9662
http://dx.doi.org/10.1186/s12961-020-00593-x
http://dx.doi.org/10.1007/978-3-030-05325-3
http://dx.doi.org/10.1007/978-3-030-05325-3
http://dx.doi.org/10.1371/journal.pone.0160217
https://pubmed.ncbi.nlm.nih.gov/25160203
https://pubmed.ncbi.nlm.nih.gov/25160203
http://dx.doi.org/10.1093/ije/dyz014
http://dx.doi.org/10.1111/1753-6405.12781
http://dx.doi.org/10.23889/ijpds.v6i1.1689
http://dx.doi.org/10.3109/17538157.2014.892491
http://dx.doi.org/10.1016/j.apergo.2013.02.002
http://dx.doi.org/10.1186/s12913-021-06558-2
http://dx.doi.org/10.5334/ijic.1594
http://dx.doi.org/10.1136/bmjopen-2019-030123
https://www.oecd-ilibrary.org/social-issues-migration-health/towards-an-integrated-health-information-system-in-the-netherlands_a1568975-en
https://www.oecd-ilibrary.org/social-issues-migration-health/towards-an-integrated-health-information-system-in-the-netherlands_a1568975-en
https://www.oecd-ilibrary.org/social-issues-migration-health/towards-an-integrated-health-information-system-in-the-netherlands_a1568975-en
http://bmjopen.bmj.com/

	Social care data and its fitness for integrated health and social care service governance: an exploratory qualitative analysis in the Dutch context
	Abstract
	﻿Introduction (background and problem statement)﻿﻿﻿
	General aims and objectives
	Research questions

	Research methods
	Research design and scope
	Patient and public involvement
	Data collection and coding
	Data analysis

	Results
	Characteristics of the data sources and informants
	What social care data is available in the Netherlands and how is it used?
	Measuring social care data: data collection and indicators
	Governance and management in social care data: rules for translation to information and knowledge
	Utilisation of social care data: what is done with the acquired knowledge through data
	Improving the social care data use
	Data: standardisation of registration
	Governance and management of social care data across domains and within clear roles for a societal purpose
	Awareness of the association between registration and financing mechanisms
	Improve the trust relationship between municipalities, care providers and clients

	Potential uses for social care data to improve the governance in integrated care practice and policies


	Discussion
	Principle findings
	Strengths and weaknesses of the study
	Possible explanations and implications on micro, meso and macro levels
	Future research

	Conclusion
	References


