Supplementary Table 1. DISMEVAL project template for data collection
Supplementary Table 2. Details of documented evaluations of chronic disease management approaches surveyed in Europe
Supplementary Table 3. Indicators of effect to measure structure, process and outcome of European disease management programmes with documented evaluations 
Supplementary Table 1. DISMEVAL project template for data collection
COUNTRY: 

________________________________________________

CONTACT PERSON/S
 _________________________________________________




_________________________________________________




_________________________________________________

Objectives of the work package

1) To review organisational approaches to managing (chronic) conditions that have been developed and/or implemented by different countries in Europe since 2005; and

2) To assess whether and how countries evaluate the approaches to (chronic) disease management.

Description of work

The work package seeks to extend earlier work by systematically collecting information on approaches to (chronic) disease management and evaluation strategies in a range of European countries so as to provide a systematic and comprehensive overview of approaches to (chronic) disease management in the European Union. 

Partners will be required to collect data and information according to a common template which is set out below.  The template is divided into 3 broad areas:

i. The health system and policy context 

ii. Type and format of approaches to managing chronic disease
iii. Approaches to evaluation
Definitions

Chronic diseases are defined as diseases “which have one or more of the following characteristics: they are permanent, leave residual disability, are caused by nonreversible pathological alteration, require special training of the patient for rehabilitation, or may be expected to require a long period of supervision, observation, or care.” (1).This includes a range of health problems such as diabetes, coronary heart disease, depression, chronic obstructive pulmonary disease, progressive multiple sclerosis, chronic heart and renal failure as well as HIV/AIDS. In the framework of this research we also consider cancer as in some settings approaches to chronic disease management may also target certain cancer sites such as breast cancer (e.g. breast cancer disease management programmes in Germany; cancer networks in France) and we would therefore encourage authors to also include these approaches, if deemed appropriate. Please note that we restrict the scope of this study to managing people with established disease as opposed to primary disease prevention and health promotion. 

Sources 

We ask partners to adopt an evidence-based approach by making use of the best data available, using all relevant sources. Suitable data sources include 

· completed/ongoing research projects related to chronic disease;

· policy documents related to chronic disease; and

· routine statistics, surveys and census data related to chronic disease.

Data should be compiled in consultation with organisations involved in the management of chronic disease such as central government departments, health authorities (or their equivalent), arm’s-length bodies/subordinate agencies and academic and training organizations. 

Where appropriate and necessary, additional information should be gathered through interviews with key stakeholders and reviews of work in progress such as pilot-projects, Green/White Papers, consultation documents, committee reports, parliamentary hearings, proposals, etc.  

Additional information of relevance for selected countries may be obtained from the following sources: 

· The European Observatory’s Health System Profiles series (http://www.euro.who.int/observatory/Hits/TopPage): provide specific country information related to various aspects of health services.  

· Nolte E, Knai C, McKee M, eds. Managing chronic conditions: Experience in eight countries. Copenhagen: World Health Organization on behalf of the European Observatory on Health Systems and Policies, 2008 (http://www.euro.who.int/Document/E92058.pdf ): provides further information on Denmark, England, France, Germany, the Netherlands, Sweden as well as Canada and Australia.

· Hofmarcher M, Oxley H, Rusticelli E. Improved health system performance through better care coordination. OECD Health Working Paper No. 30. Paris: OECD, 2007 (http://www.oecd.org/dataoecd/22/9/39791610.pdf): provides some further information on care coordination across OECD countries.

Instructions for completing the template

· Please follow the list of points/questions as closely as possible by inserting the requested information in the space provided. Use additional space where necessary. 

· Please provide definitions where relevant.

· Please provide references for data sources used. 

· Where data are not available and/or not reliable or where a particular point/question is not answerable, please describe where and why this is the case.

· Please also note that each partner has been allocated a total of 3 person-months to compile the data according to this template (covering work packages 2 and 3).

Detailed template for data collection
Section 1. The health system context 
This section aims to provide an overview of the overall policy context and the health sector within which chronic disease management is being addressed and delivered.

1.1 Please provide a succinct and brief description (of no more than 800 words) of how health care is provided in your country. Please consider: 
(a) The administrative structure of the health care system (e.g. national health service, social health insurance, level of decentralization [centralized – regionalised], etc.) 

(b) How the system is financed and managed 

(c) Who determines the country’s health policies and what are their drivers

(d) The interaction (if any) between primary and secondary care

(e) Reimbursement of individual service providers.

Descriptions will differ depending on the individual country’s context. The two examples in Box 1 provide some guidance for a succinct country account.

1.2 Please provide a brief description of the major health care reforms that have been introduced/implemented since 2005 (or before, if considered seminal), as they relate to addressing chronic disease. 
(Please add rows if necessary/applicable and tick one or more boxes as applicable)
	#
	Name/title of reform, year introduced 
	Focus of the reform as it relates to chronic disease
	Further detail 

	(x)
	
	1   FORMCHECKBOX 
 Prevention

2   FORMCHECKBOX 
 Treatment

3   FORMCHECKBOX 
 Management

4   FORMCHECKBOX 
 Other:
	


1.3 Please provide information on current legal, regulatory and policy frameworks specifically aimed at organizing approaches to chronic disease management. Consider national, regional and local implementation (e.g. national or regional health plans; regional provider networks, etc.) 
(Please add rows if necessary/applicable and tick one or more boxes as applicable)
	#
	Name of framework or document and  issuing authority (ministry, government agency or authority, other)
	Status of framework or policy document 
	Level of implementation 
	Further detail: Please provide a brief summary of the aims and scope of frameworks (use one example if there are several). If there are several such plans/frameworks, is there any attempt to coordinate those plans? Please explain.  

	(x)
	
	1   FORMCHECKBOX 
 Adopted (e.g. strategy or White Paper, regulation) 

2   FORMCHECKBOX 
 Proposed (e.g. Green Paper)

3   FORMCHECKBOX 
 Topic discussed but no official policy proposed (e.g. parliamentary report)

4   FORMCHECKBOX 
Passed as law

5   FORMCHECKBOX 
 Other
	1   FORMCHECKBOX 
 National 

2   FORMCHECKBOX 
 Regional

3   FORMCHECKBOX 
 Local 

4   FORMCHECKBOX 
 Other  


	


Please provide a summary (of no more than 500 words) of the current ‘vision’, strategy and goals for controlling and managing chronic diseases (including markers of success) and the degree to which the focus is on management, treatment and/or prevention. 
(Please expand box if necessary)

	


Section 2. Organisational approaches to chronic disease management  
This section aims to provide a detailed description of the services and models of care provided to patients with chronic diseases in your country.

Please consider the definitions listed in the ‘Glossary of terms’ below.

Care pathway/s (syn. clinical pathway; care map; integrated care pathway): Task-oriented care plan/s which specify essential steps in the care of patients with a specific clinical problem and which describe the patient’s expected clinical course. “Care plans offer a structured means of developing and implementing local protocols of care based on evidence-based clinical guidelines” (2)
Case management: Intensive monitoring of a person with complex needs by a named case manager – usually a (specialist) nurse –through the development of care or treatment plans that are tailored to the needs of the individual patient who is at high risk socially, financially and medically (3). Patients are assigned a case manager who oversees and is responsible for coordinating and implementing care for vulnerable people most at risk. 

Chronic care model (CCM): Conceptual framework developed by Ed Wagner and colleagues (4). This model presents a structure for organizing health care to improve outcomes among patients with chronic illness. The four key components are (i) self-management support, (ii) delivery system design, (iii) decision support and (iv) clinical information systems (5).
Coordinated care (syn. care management): Involves the development and implementation of a therapeutic plan designed to integrate the efforts of medical and social service providers, often involving designated individuals to manage provider collaboration.

Disease management (programme) (DM(P)):  Definitions of disease management (programmes) vary substantially. However, DM tend to share some common features: (a) an integrated approach to care/ coordination of care among providers, including physicians, hospitals, laboratories, and pharmacies; (b) patient education; and (c) monitoring/collection of patient outcomes data for the early detection of potential complications (3). DM programmes do not normally involve general coordination of care. They also not normally include preventive services such as flu-shots.

Integrated care: Describes types of collaboration, partnerships or networks between providers of health and social care services that work together to meet the multidimensional needs of an individual patient/client or a category of persons with similar needs/problems (6, 7).
Managed discharge: Refers to arrangements for the transfer of an individual from hospital to an appropriate setting (primary care; community care) to ensure that any rehabilitation, recuperation and continuing health and social care needs are identified and met.

Multidisciplinary team(s)/care: An ‘extension’ of case management that also normally involves the development of treatment plans tailored to the medical, psychosocial and financial needs of patients. Its key feature is the utilization of a broader range of medical and social support personnel (including physicians, nurses, pharmacists, dieticians, social workers and others) to facilitate transition from inpatient acute care to long-term, outpatient management of chronic illness (3).
Nurse-led clinic: A formalised and structured health care delivery arrangement in which a nurse with advanced competence to practise in a specific health care area (nurse practitioner, clinical nurse specialist, specialist nurse) acts as the first point of contact of care. The nurse manages patients either independently and/or interdependently with other members of a health care team in at least 80% of their work. The key interventions are nursing therapeutics, which encompass assessment and evaluation; health teaching/counselling, treatment and procedures, and case management.  (NB. Nurse-led clinics are different from nurse-led care insofar as the former describe a formalized and structured delivery arrangement, whereas the latter also includes other arrangements, e.g. case-management, liaison nurses, discharge nurse etc.) (8).

Provider network/s: refers to a group of providers bringing together different levels of care (e.g. health and social care or primary and secondary care).  

2.1 What types of models/programmes/approaches/components are being used to manage patients with chronic conditions? If the relevant model/programme/approaches/components in your country do not fit any of these types described, please use the “Other” category and provide a definition. Where models/programmes/approaches/components differ from those described in the Glossary above, or within your country or for a given disease, please use the extra space provided to describe accordingly the relevant model/programme/approach. 
(Please add rows where necessary/applicable and tick one or more boxes as applicable)
	#
	Name of model/programme/ approach/component
	Type(s): The model/programme/ approach/component may refer to several types. Please indicate by ticking the appropriate boxes 
	Is the model/programme/
approach/component disease-specific? Please specify  
	Does the model/programme/
approach/component target certain groups? Please specify
	Please provide reference or contact details 

	(x)
	
	1  FORMCHECKBOX 
 Care pathway/s

2  FORMCHECKBOX 
 Case management

3  FORMCHECKBOX 
 Chronic care model 

4  FORMCHECKBOX 
 Coordinated care

5  FORMCHECKBOX 
 Disease management (programme) 

6  FORMCHECKBOX 
 Integrated care

7  FORMCHECKBOX 
 Managed discharge

8  FORMCHECKBOX 
 Multidisciplinary team/s 

9  FORMCHECKBOX 
 Nurse-led clinic

10  FORMCHECKBOX 
 Other nurse-led care: 

11  FORMCHECKBOX 
 Provider network/s (please specify which providers are involved): 

12  FORMCHECKBOX 
 Other:


	1   FORMCHECKBOX 
 Diabetes

 FORMCHECKBOX 
type 1

 FORMCHECKBOX 
type 2
2   FORMCHECKBOX 
 Asthma/chronic obstructive pulmonary disease (COPD)

3   FORMCHECKBOX 
Cardiovascular disease

 FORMCHECKBOX 
Chronic heart failure (CHF)

 FORMCHECKBOX 
 Ischaemic heart disease (IHD)

 FORMCHECKBOX 
Stroke 

 FORMCHECKBOX 
Other

4   FORMCHECKBOX 
 Breast cancer

5   FORMCHECKBOX 
 Other cancer: 

 FORMCHECKBOX 

6   FORMCHECKBOX 
 Generalist

7   FORMCHECKBOX 
 Other 
	1   FORMCHECKBOX 
 Children
2   FORMCHECKBOX 
 Over-65s

3   FORMCHECKBOX 
 ‘High-intensity’ users
4   FORMCHECKBOX 
 Ethnic minorities

5   FORMCHECKBOX 
 No specific target group

6   FORMCHECKBOX 
 Other: 
	


2.2 Please describe the actors who were the driving force behind developing and introducing models of care provided to patients with chronic diseases. Please refer back to each of the models/programmes/approaches/components listed under 2.1 above (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). 
(Please add rows where necessary/applicable and tick one or more boxes as applicable)
	Key actors involved 
	Please describe this process (e.g. top-down vs. bottom-up approach; who took the initiative and brought the issue onto the agenda, etc.)
	What was the scientific rationale for choosing this particular model/programme? (e.g. choice was based on an analysis of level of activity required;  adaptation of model in place elsewhere, etc.)

	(x) Name of model/programme/approach/component: 

	1   FORMCHECKBOX 
 Patient groups

2   FORMCHECKBOX 
 Professional associations 

3   FORMCHECKBOX 
 Governmental agencies

4   FORMCHECKBOX 
 Pharmaceutical companies

5   FORMCHECKBOX 
 Funders (such as social health insurance funds)

6   FORMCHECKBOX 
 Other
	
	


2.3 Please describe the key strategies used to manage chronic disease within each of the models/programmes/approaches/components described in (2.1); please consider the following four components and describe adopted elements under each (9) (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). 
(Please add rows where necessary/applicable and tick one or more boxes as applicable)
	Key strategies of models/programmes/approaches/components 
	Please describe 

	(x) Name of model/programme/approach/component: 

	Self-management support
	1   FORMCHECKBOX 
 Patient education
2   FORMCHECKBOX 
 Active involvement in developing care/treatment plan and goal setting
3   FORMCHECKBOX 
 Regular assessment and documentation of self-management needs and activities
4   FORMCHECKBOX 
 Provision of self-management tools
5   FORMCHECKBOX 
 Routine assessment of problems and accomplishments
6   FORMCHECKBOX 
 Other 
	

	Delivery system design
	1   FORMCHECKBOX 
 Clearly defined roles of staff
2   FORMCHECKBOX 
 Regular staff meetings
3   FORMCHECKBOX 
 Use/development of integrated care-pathways
4   FORMCHECKBOX 
 Individualised care plan
5   FORMCHECKBOX 
 Medicines management for co-morbidities
6   FORMCHECKBOX 
 Case finding
7   FORMCHECKBOX 
 Follow-up (in person; telephone; email)
8   FORMCHECKBOX 
 Case management 

9   FORMCHECKBOX 
 Other
	

	Decision support  
	1   FORMCHECKBOX 
 Evidence-based guidelines
2   FORMCHECKBOX 
 Provider education
3   FORMCHECKBOX 
 Access to specialist expertise and experience
4   FORMCHECKBOX 
 Other 
	

	Clinical information systems
	1   FORMCHECKBOX 
 Reminder systems on patient notes and monitoring systems
2   FORMCHECKBOX 
 Disease registries
3   FORMCHECKBOX 
 Monitor performance of practice team
4   FORMCHECKBOX 
 Provider feedback 
5   FORMCHECKBOX 
 Electronic booking systems
6   FORMCHECKBOX 
 Shared information system

7   FORMCHECKBOX 
 Other  
	

	Other 
	1   FORMCHECKBOX 

2   FORMCHECKBOX 

3   FORMCHECKBOX 

4   FORMCHECKBOX 

	


2.4 Which providers are involved in the delivery of each of the models/programmes/approaches/components described in (2.1) (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). 
(Please add rows where necessary/applicable and tick one or more boxes as applicable)
	Provider/s involved
	Please describe 

	(x) Name of model/programme/approach/component: 

	1   FORMCHECKBOX 
 GPs/equivalent
2   FORMCHECKBOX 
 Generalists

3   FORMCHECKBOX 
 Specialists/consultants 
4   FORMCHECKBOX 
 Nurses
5   FORMCHECKBOX 
 Allied health professionals
6   FORMCHECKBOX 
 Pharmacists
7   FORMCHECKBOX 
 Hospitals
8   FORMCHECKBOX 
 Other
	


2.5 How are patients involved in the delivery of each of the models/programmes/approaches/components described in (2.1) (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). 
(Please add rows where necessary/applicable and tick one or more boxes as applicable)
	Patients’ level of involvement 
	Please describe 

	 (x) Name of model/programme/approach/component: 

	1   FORMCHECKBOX 
 Patients are actively involved in developing a care/treatment plan, goal setting and decision-making
	

	2   FORMCHECKBOX 
 Patient needs are regularly assessed and there is a follow-up system customized to patient needs (in person, telephone, email) (as opposed to unsystematic/hypothetical assessment and follow-up)
	

	3   FORMCHECKBOX 
 Patient self-management support is limited to distribution of information material
	

	4   FORMCHECKBOX 
 Patient self-management support, involves active patient support by appropriately trained staff 
	

	5   FORMCHECKBOX 
 Support mechanisms such as mentoring and peer support or group programmes form an integral part of routine care (as opposed to being available on referral only or not available at all)
	

	6   FORMCHECKBOX 
 Self-management support Mechanisms generally take account of patient characteristics such as age, sex, ethnicity, socio-economic aspects such as low income, etc.
	

	7   FORMCHECKBOX 
 Other
	


2.6 How is each of the models/programmes/approaches/components described in (2.1) financed (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). 
(Please add rows where necessary/applicable and tick one or more boxes as applicable)
	Financing 
	Please describe 

	(x) Name of model/programme/approach/component: 

	Source/s of funding 

1  FORMCHECKBOX 
 Funded from usual sources 

2  FORMCHECKBOX 
 Additional funding has been set aside 

3  FORMCHECKBOX 
 Other:
	

	Use of financial incentives 

4  FORMCHECKBOX 
 Yes, targeted at:

 FORMCHECKBOX 
 physicians/providers 

 FORMCHECKBOX 
 patients

 FORMCHECKBOX 
 funders e.g. sickness funds 

 FORMCHECKBOX 
 other 

5  FORMCHECKBOX 
 No 
	

	Source of financial incentives 

6  FORMCHECKBOX 
 Funded from usual sources

7  FORMCHECKBOX 
 Additional funding has been set aside

8  FORMCHECKBOX 
 Other:
	

	Incentives other than financial

9  FORMCHECKBOX 
 peer pressure 

10  FORMCHECKBOX 
 networking

11  FORMCHECKBOX 
 access to guidelines, journals, etc.

12  FORMCHECKBOX 
other: 
	


2.7 Please describe the setting in which each of the models/programmes/approaches/components described in (2.1) take place (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1).  
(Please add rows where necessary/applicable and tick one or more boxes as applicable) 

	Setting of  models/programmes/approaches/components

	(x) Name of model/programme/approach/component: 

	1   FORMCHECKBOX 
 Within GP practice (or equivalent) 
	2   FORMCHECKBOX 
 Network of (GP-) practices
	3   FORMCHECKBOX 
 Community
	4   FORMCHECKBOX 
 Hospital
	5   FORMCHECKBOX 
 Other (please describe)




2.8 Please describe the quantity and distribution, in terms of number and percentage of patients, of models/programmes/ approaches/components described in (2.1) (with appropriate reference to the number and name of the model/programme/ approach/component referred to in question 2.1) (for example, in the NHS/England, each primary care trust (PCT) had to introduce some sort of case management until 2008; in Germany, by June 2007 there were over 14,000 accredited disease management programmes (DMPs):  ~ 1950 for type 1 diabetes; 3325 for type 2 diabetes; ~ 2850 for breast cancer; ~3000 for IHD). 
(Please add rows where necessary/applicable)
	Quantity and distribution of models/programmes/approaches/components

	(x) Name of model/programme/approach/component: 

	


2.9 What percentage of GP practices (or equivalent), in terms of number or % practices, have adopted some sort of disease management programme (or equivalent, as described in Section 2.1) (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). (Please add rows where necessary/applicable)
	Percentage of GP practices (or equivalent) which have adopted some form of models/programmes/approaches/components

	(x) Name of model/programme/approach/component: 

	


2.10 What percentage of funders is involved in/encouraging uptake/implementation of relevant models/programmes/approaches/components described in (2.1), if applicable (e.g. pilot projects by PCTs, sickness funds)? (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1) 
(Please add rows where necessary/applicable and use additional space if needed)
	Percentage (%) of funders involved in/encouraging uptake/implementation of relevant models/programmes/approaches/components

	(x) Name of model/programme/approach/component: 

	


2.11 Population coverage: what proportion of people (in terms of number and/or percentage) with chronic conditions is covered by/has access to models/programmes/approaches/components described in (2.1), if applicable (e.g. by July 2005, DMPs in Germany covered a total of 1.6 million patients)? (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1) (Please add rows where necessary/applicable and use additional space if needed) 

	Population coverage of chronic care models/programmes or equivalent

	(x) Name of model/programme/approach/component: 

	


2.12 Equity/access: what mechanisms (if any) are in place to ensure equitable access to the models/programmes/approaches/components described in (2.1), if applicable? Is this a matter of concern? (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1) 
(Please add rows if necessary/applicable and use additional space if needed)
	Mechanisms in place to ensure equitable access to models/ programmes/approaches/components

	(x) Name of model/programme/approach/component: 

	


2.13 Please illustrate a ‘typical’ patient journey for each of the patients described below. 

(A) A 54-year-old woman with type 2 diabetes and chronic obstructive pulmonary disease who has a leg ulcer and moderate retinopathy. The patient is also slightly overweight (BMI of 27). She has been unemployed for three years and receives social assistance benefits; she lives on her own.

(B) A 76-year-old retired engineer with chronic heart failure, severe asthma and high blood pressure. He lives with his 73-year-old wife who cares for him, while herself suffering from arthritis. They live on the third floor in a housing block and are increasingly housebound due to their illness. They are determined to remain independent; their grandson, who is living nearby, does the daily shopping for them.

Please consider: 

· How are patients with chronic diseases typically diagnosed (and by whom)?
· Access to specialist care

· Access to medication and self-management tools, etc. 

If possible/applicable, contrast this journey for ‘usual care’ with ‘structured care/disease management/equivalent’ (you may wish to illustrate this using a patient flow diagram). 

Section 3. Approaches to evaluation

3.1  Please describe whether and how current models/programmes/approaches of/to care for patients with chronic diseases as described in (2.1) are evaluated (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). (Please add rows where necessary/applicable)
	Approaches to evaluation
	Please describe

	(x) Name of model/programme/approach/component: 

	Aims and scope of the evaluation
	

	Who is carrying out the evaluation? (e.g. external/internal; formal/informal)
	

	Who is the evaluation for? (e.g. providers, funders, government)
	

	What is the frequency of the evaluation? (e.g. annual, routine, ad-hoc, other)
	

	What is the focus of the evaluation? (e.g. structure, process, outcome, impact, other)
	

	What is the budget allocated to evaluation?
	

	What is the timeframe of the evaluation? 
	

	What is the scientific output of the evaluation? 
	


3.2 Please describe the approaches that are being and/or will be used to evaluate and improve current models/programmes/approaches of/to care for patients with chronic diseases described in (2.1) (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1). 
(Please add rows where necessary/applicable and tick one or more boxes as applicable) 
	Approaches to evaluation 
	Please describe

	(x) Name of model/programme/approach/component: 

	Evaluation design 

1   FORMCHECKBOX 
 Observational

2   FORMCHECKBOX 
 Non-experimental

3   FORMCHECKBOX 
 Randomized controlled trial 

4   FORMCHECKBOX 
 Before-after study 

5   FORMCHECKBOX 
 Pre/post with control, with statistical controls for selection 

6   FORMCHECKBOX 
 Pre/post with control, without statistical controls for selection 

7   FORMCHECKBOX 
 Post-only with control, with statistical controls for selection; 

8   FORMCHECKBOX 
Post-only with control, without statistical controls for selection

9   FORMCHECKBOX 
 Pre/post without control 

10   FORMCHECKBOX 
 Qualitative evaluation methods

11   FORMCHECKBOX 
 Other:
	Pleased consider: 

· Statistical approach to controlling for selection: Is the control an average across all beneficiaries or selected sample of beneficiaries? 
· Post only:  Any comparison made? 

· Benchmark for comparison? (Source)

· Also, are there likely to be multiple trials/evaluations

· Other details

	
	

	Indicators of programme effect 

1  FORMCHECKBOX 
 Cost  

2  FORMCHECKBOX 
 Utilization
3  FORMCHECKBOX 
 Structural measures: 

  FORMCHECKBOX 
establishment of disease registry

  FORMCHECKBOX 
 reminder systems 

  FORMCHECKBOX 
other:

4  FORMCHECKBOX 
 Process measures: 

 FORMCHECKBOX 
 referral rates

 FORMCHECKBOX 
 regular monitoring 
 FORMCHECKBOX 
 clinical measures

 FORMCHECKBOX 
 knowledge
 FORMCHECKBOX 
 other:
	

	Source of data being used 

1  FORMCHECKBOX 
 Routine data

2  FORMCHECKBOX 
 Newly collected data 

3  FORMCHECKBOX 
 Other:
	


3.4 How is success (or failure) of the models/programmes/approaches of/to care for patients with chronic diseases described in (2.1) defined (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1)? 
(Please add rows where necessary/applicable)
	Definition of success or failure of models/programmes/approaches to care for patients with chronic disease 

	(x) Name of model/programme/approach/component:

	Please consider whether success and/or failure is linked to incentives and/or penalties. What are these?


3.5 What feedback mechanisms are in place to enable use of the evaluations of the models/programmes/approaches of/to care for patients with chronic diseases described in (2.1) to inform health policy (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1 above)? 
(Please add rows where necessary/applicable)
	Feedback mechanisms to enable use of evaluations to inform health policy

	(x) Name of model/programme/approach/component:

	


3.6 To what degree is the evaluation of chronic care models/programmes/approaches an integral part of the overall performance assessment framework of the health care system? 
(Please use additional space if needed)
3.7 Please describe existing and potential barriers to implementing appropriate policies on the evaluation of models/programmes/approaches to care for patients with chronic diseases. 

Examples may include 

· staff shortages

· lack of funding

· resistance from policy makers/health professionals/funders

· (lack of/limited) availability of valid and reliable data/information, etc. 

(Please use additional space if needed)
Section 4. System markers of success or failure for organizational approaches of chronic disease management  

4.1 How has the introduction/implementation of models/programmes/approaches to care for patients with chronic diseases described in 2.1 impacted on the overall performance of the health care system? Please consider for each (with appropriate reference to the number and name of the model/programme/approach/component referred to in question 2.1 above) measures of (i) efficiency, (ii) effectiveness, (iii) acceptability, (iv) accessibility and (v) equity. 

	Please describe 

	(x) Name of model/programme/approach/component:

	


4.2 Please provide a reflection on the key features and critical success factors of chronic disease management in your country in the table provided. Please find below an example of how such an assessment might look like. 

	
	Strengths
	Weaknesses 
	Opportunities 
	Threats

	Policy content
	
	
	
	

	Policy consistency
	
	
	
	

	Short- vs. long-term perspective
	
	
	
	

	Influence of electoral cycles
	
	
	
	

	Impact of institutional framework
	
	
	
	

	Impact of macro-economic conditions/constraints
	
	
	
	


4.3 What is the level of commitment towards continuous improvement of what is provided? Please consider the following components as proxy measures of level of commitment (10).
(Please use additional space if needed)
	Level of commitment towards continuous improvement if what is provided 
	Please describe 

	1  FORMCHECKBOX 
 Investment in human capital 
	e.g. development of a sustainable educational infrastructure enabling flexible alignment of training programmes with health service needs and work practices to produce the appropriate mix of people with the right mix of skills, etc. 



	2  FORMCHECKBOX 
 Investment in intellectual capital
	e.g. frequency and/or institutionalisation of audit/evaluation; support and encouragement of innovation; development of supportive infrastructure enabling production of ‘intelligence’ through health information systems, analytical capacity, translation of research findings into practice, guideline development, etc.



	3  FORMCHECKBOX 
 Investment in physical capital
	e.g. strategic approaches to the efficient use of health technology to avoid/minimise duplication of services; systematic assessment of the implications of new technology for patient pathways and required reconfigurations of services resulting from this, etc.



	4  FORMCHECKBOX 
 Investment in social capital
	e.g. supporting and fostering the development of multidisciplinary teams; team-work; cooperation across sectors; improving working environments for healthcare staff through encouraging active participation in the implementation of change; etc.
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Supplementary Table 2 Details of documented evaluations of chronic disease management approaches surveyed in Europe
	Country
	Approach
	Target group
	Evaluation

	
	
	
	Status
	Length (months)
	Aim(s)
	Design
	Outcomes measured
	Comments

	Austria
	‘Therapie Aktiv’ Diabetes disease management programme
	Diabetes type 2 (DM2)
	Completed
	12
	Programme evaluation of DMP in Salzburg province
	RCT, cluster at district level; using new data
	Clinical and organisational process measures, intermediate outcome measures, knowledge, patient-reported quality of life (EQ5D), utilisation, health status (mortality, overall and disease-specific)
	Internal evaluation

	
	
	
	Completed
	9
	Feasibility to improve care in Lower Austria
	Pre-post, with control for post-only; using routine data
	Organisational process measures, clinical process measure (prescription rate), utilisation
	Internal evaluation

	
	
	
	Planned
	Not specified
	National programme evaluation
	Pre-post, with control; using social insurance data
	Long-term outcomes (cardiovascular risk control)
	No information on evaluation being internal or external

	
	Integrated care stroke Upper Austria 

(IVS-OÖ)
	Stroke
	Completed
	Not specified
	Status quo audit of process and performance for improving management
	Qualitative using provider interview data and comparing routine data in 2007 with 2008
	Structural measures, clinical process measures, health status (inpatient mortality)
	External evaluation

	
	
	
	Completed
	Not specified
	Status quo audit of process and performance for improving management
	No information
	Process measures, outcome measures (Barthel Index-ADL score, mortality)
	Internal evaluation

	
	Care coordination/ Interface management Styria
	Generalist
	Completed
	2
	Identify potential for improvement within interface management
	Post-only, no control; using retrospective provider survey data
	Provider satisfaction, knowledge of and estimated demand for approach
	Internal evaluation

	
	Kardiomobil (Homecare for chronic heart failure patients), Salzburg
	Chronic heart failure
	Planned
	No information
	Evaluate quality of provider performance, cost efficiency, and patients’ compliance & adherence to medications
	Observational study
	Utilisation (hospitalisation rate), health status (mortality)
	Internal evaluation

	
	Ambulatory after-care of stroke patients, Salzburg
	Stroke
	--
	Not applicable
	Not applicable
	Not applicable
	Not applicable
	--

	
	
	
	
	
	
	
	
	

	Denmark
	Integrated effort for people living with chronic conditions (SIKS project)
	DM2, Asthma/ COPD, CHF, IHD, fall and balance problems in elderly


	Completed
	3
	Evaluate patient characteristics, clinical performance and outcomes, quality of life, health care costs of the programme
	Pre-post, no control, with benchmark comparison with literature, plus cross-sectional patient and provider surveys, plus qualitative; using routine and new data
	Clinical process measures, intermediate outcomes, satisfaction (provider and patient), provider knowledge, patient-reported health status (SF-36), cost
	Internal and external evaluation

	
	Integrated clinical pathway for cancer
	Cancer (breast, others)
	In progress
	6
	Monitor programme implementation and number of cancer patients in treatment
	No information

(assumed pre-post, no control; using routine data)
	Established process targets, time intervals, activities, disease incidence
	External evaluation

	
	Integrated clinical pathway for heart diseases
	CHF, IHD
	Planned
	3 to 6
	Monitor programme implementation; assess performance and intermediate clinical outcomes
	No information

(assumed pre-post, no control; using routine data)
	Established process targets, time intervals, activities, intermediate clinical outcomes
	External evaluation

	
	Regional disease management programme, Capital Region
	DM2, COPD
	Planned
	24
	Assess programme implementation, performance of care delivery, utilisation pattern and clinical outcomes (in two phases: pilot in 2011 and national in 2012)
	Pre-post, no control, with benchmark comparison with literature; using routine and new data
	National indicators for Danish Quality Model accreditation for hospitals (Aug 2009), regional clinical process measures, utilisation (health and social care), disease incidence
	Internal and external evaluation

First draft of the evaluation model under consultation until February 2011

	
	Regional disease management programme, Central Region
	DM2, COPD, stroke
	Planned
	12
	Assess programme implementation, performance of care delivery, utilisation pattern, health outcomes, and patient knowledge
	No information

(assumed pre-post, no control and qualitative with patient survey and focus groups for outcomes and knowledge; using routine and new data)
	National indicators for Danish Quality Model accreditation for hospitals (Aug 2009), regional process indicators, utilisation, patient satisfaction, patient-reported health status and knowledge
	Internal and external evaluation

Revised draft of Central Region ‘notes on evaluation’ completed in October 2010

	
	
	
	
	
	
	
	
	

	England
	Evercare programme  (nurse-led case management using ‘Community Matrons’)
	Frail elderly
	Completed 
	21
	Determine impact on patient outcomes
	Pre-post, with control (practice level); using routine data
	Utilisation (practice rates of emergency admissions and bed days), health status (mortality)
	External evaluation

	
	Expert Patients Programme (patient-led education course on self-care)
	Varied. 

(self-defined long-term conditions)
	Completed
	12
	Determine effectiveness, clinical and cost
	RCT (2-arm, waiting list controls); using routine and new survey (EuroQOL, MANSA) data
	Patient-reported intermediate outcomes (self-efficacy, energy/health status, behaviour changes), utilisation, patient-borne cost, health-related quality of life, patient satisfaction
	External evaluation

Scientific REPORT study (Kennedy et al, 2007) linked to tripartite national evaluation (Rogers et al, 2006)

	
	
	
	Completed
	24
	Examine patient experience of the course against current self-management practices
	Before-and-after in-depth qualitative study; using new (interview) data
	Patient experience (self-care actions, behaviours, group processes)
	External evaluation

Personal experience study, nested in the RCT REPORT study, linked to national evaluation (Rogers et al, 2006)

	
	
	
	Completed
	26
	Assess process of implementation and perceived success of extent of implementation
	Qualitative; using new (postal survey, telephone interviews and case study) data
	Structural measures (course number and budget), organisational process measures (training delivery , acceptability, and integration); barriers and facilitators
	External evaluation 

Process evaluation (PREPP study) linked to tripartite national evaluation (Rogers et al, 2006)

	
	
	
	Completed
	No information
	Determine perceived effects of programme implementation
	Post-only, no control; using new (self-reported) data
	Patient satisfaction, self-reported utilisation and self-care
	Internal evaluation

	
	Partnerships for Older People Project (POPP)
	Generalist
	Completed
	36
	Explore the process and different approaches of pilot sites in terms of opportunities and challenges (formative evaluation); assess outcomes (utilisation rate, improved quality of life) and cost-effectiveness (summative evaluation)
	Case study design in three phases with multiple mixed methods (15); using routine and new (structured questionnaire/survey, interviews, focus groups, documents, modelling) data
	Structural measures, organisational process measures (activity, targets achieved), cost, utilisation, quality of life
	External evaluation

Quality of life analysis using quasi-control group from the British household panel survey (i.e. general population comparator) 

	
	Integrated Care Pilot Programme
	Varies by pilot

(COPD, elderly/multi-morbidity, dementia, falls, CVD, substance misuse,  diabetes)
	In progress
	36
	Identify approaches taken to integration, resulting benefits, their contexts and mechanisms (theory of change approach); assess effects on health care utilisation (difference in differences approach); identify incremental resources needed to make integration succeed (cost-consequence approach)
	Pre-post, with and without control using mixed methods:

1. Pre-post, with control (risk-matched); using routine quantitative data

2. Cross-sectional, no control, two time points; using new (survey) quantitative data 

3. Qualitative methods (including nested in-depth case studies of selected sites); using new data (interviews, non-participant observation, structured questionnaire)

4. Cost estimation; using new (proforma collection tool) data
	Structural and organisational process measures, perceived intermediate outcomes (knowledge, communication, care quality), patient and staff experiences, utilisation, cost
	External evaluation

	
	
	
	
	
	
	
	
	

	Estonia
	Quality management in primary health care - Diabetes
	DM2
	Completed
	6 to 12
	Assess treatment, satisfaction, health outcome and staff development under diabetes care quality management framework 
	Qualitative plus survey of GP practices; using new data
	Structural measures, patient satisfaction
	Internal and external evaluation

	
	
	
	Completed
	12
	Assess treatment, satisfaction, health outcome and staff development under diabetes care quality management framework
	Pre-post, no control, with benchmark comparison across regions and against targets; using routine and new data
	Structural measures, clinical and organisational process measures, patient satisfaction, utilisation, cost
	Internal and external evaluation

	
	Quality management in primary health care – Cardiovascular disease
	CHF, IHD
	Completed
	6 to 12
	Assess treatment, satisfaction, health outcome and staff development under diabetes care quality management framework
	Qualitative plus survey of GP practices; using new data 
	Structural measures, patient satisfaction
	Internal and external evaluation

	
	
	
	Completed
	12
	Assess treatment, satisfaction, health outcome and staff development under diabetes care quality management framework
	Pre-post, no control,  with benchmark comparison across regions; using routine and new data
	Structural measures, clinical and organisational process measures, patient satisfaction, utilisation, cost
	Internal and external evaluation

	
	Chronic disease management at the primary/ secondary care interface - Multiple Sclerosis
	Multiple Sclerosis
	Completed
	Not specified
	Assess treatment, satisfaction and health outcome for service and staff improvement
	Qualitative; using routine and new data
	Clinical and organisational process measures, cost
	Internal evaluation

	
	
	
	Completed
	Not specified
	Assess treatment, satisfaction and health outcome for service and staff improvement
	Pre-post, no control, with benchmark comparison with international standards and planned timeline; using routine and new data
	Utilisation, cost, health status (survival), patient satisfaction
	Internal evaluation

	
	Chronic disease management at the primary/ secondary care interface - Parkinson’s Disease
	Parkinson’s disease
	Completed
	12
	Process evaluation of activities and budgeting for service and staff improvement
	Post-only, no control, plus qualitative; using routine and new data
	Structural measures, clinical and organisational process measures, patient satisfaction, utilisation, cost
	Internal evaluation

	
	Chronic disease management at the primary/ secondary care interface - Schizophrenia
	Schizophrenia
	Completed
	12
	Process evaluation of activities and budgeting for service and staff improvement
	Post-only, no control, plus qualitative; using routine and new data
	Structural measures, clinical and organisational process measures, patient satisfaction, utilisation, cost
	Internal evaluation

	
	Chronic disease management at the primary/ secondary care interface - COPD
	COPD
	Completed
	12
	Process evaluation of activities and budgeting for service and staff improvement
	Post-only, no control, plus qualitative; using routine and new data 
	Structural measures, clinical and organisational process measures, utilisation, cost
	Internal evaluation

	
	
	
	
	
	
	
	
	

	France
	REVESDIAB

Diabetes care network
	DM1 & DM2
	Completed

(regular intervals)
	36
	Assess value for money to the patients and the professionals
	Cross-sectional, no control; using routine and new (survey and interview) data
	Structural measures, organisational process measures, patient satisfaction, provider satisfaction
	External evaluation (audit)

Statutory audits for recurrent funding

In principle, benchmark comparisons are against national indicators and targets for structural measures, clinical and organisational process measures, quality, safety, patient satisfaction, costs (as stipulated in a May 2007 Circulaire). In practice, uptake of these measures for comparative evaluation is limited

	
	
	
	Continuous
	12
	Assess value for money to the patients and the professionals
	Cross-sectional, no control; using routine data
	Structural measures (history, context), organisational activity (number of therapeutic sessions, participants, budget etc)
	Internal evaluation 

(activity report)

Statutory audits for recurrent funding

National targets for comparison not used

	
	DIABAIX Diabetes care network
	DM1 & DM2
	Completed (regular intervals)
	36
	Assess value for money to the patients and the professionals
	Pre-post, plus post-only comparison to unmatched aggregate control data (from ENTRED cohort); using routine and new data
	National targets for structural measures, clinical and organisational process measures,  intermediate outcomes, quality, safety, patient satisfaction, cost
	External evaluation

Independent study of DIABAIX is unique among health network audits because design was comparative. Post-only comparisons with controls on intermediate variables (HbA1c, blood pressure, BMI, cholesterol)

	
	
	
	Continuous
	12
	Assess value for money to the patients and the professionals
	Cross-sectional, no control; using routine data
	Structural measures (history, context), organisational activity (number of therapeutic sessions, participants, budget etc)
	Internal evaluation. (activity report)

Statutory audits for recurrent funding

National targets for comparison not used

	
	Coordination of professional care for the Elderly (COPA)
	Frailty elderly
	Completed (regular intervals)
	36
	Assess value for money to the patients and the professionals
	Cross-sectional, no control; using routine and new (survey and interview) data
	Structural measures, organisational process measures, patient satisfaction, provider satisfaction
	External evaluation. (audit)

Statutory audits for recurrent funding

National targets for comparison not used

	
	
	
	Continuous
	12
	Assess value for money to the patients and the professionals
	Cross-sectional, no control; using routine data
	Structural measures (history, context), organisational activity (number of therapeutic sessions, participants, budget etc)
	Internal evaluation (activity report)

Statutory audits for recurrent funding

National targets for comparison not used

	
	Health action by teams of self-employed providers (ASALEE)
	Diabetes, CVD
	Completed
	36
	Assess feasibility of expanding and transferring patient experiences
	Post-only, with control (statistical control for selection); using routine and new data 
	Clinical process and intermediate outcome measure (frequency of Hb1Ac measurements), cost
	External (exploratory) evaluation

Statutory audits for recurrent funding

	
	Programme for multidisciplinary meeting on diagnosis, treatment, personal care plan (RCP)
	Cancers
	Completed
	24
	Evaluate quality of documentation and traceability (in two phases: pilot in 2009 and national in 2010)
	Post-only, no control, with benchmark comparison with national indicators; using routine data
	Organisational processes (number and quality of guidelines), intermediate outcome measures (number of cancer pathologies)
	No information on type of evaluation (internal or external)

	
	
	
	Completed
	24
	Evaluate programme expansion to 100% of new cancer patients (annual report of National Cancer Institute, INCa)
	Post-only, no control; using routine data
	National targets for structural measures
	Internal evaluation (audit)

	
	
	
	In progress
	12
	Assess programme quality (regional audit)
	Varies regional network.
Either qualitative or post-only, no control; using self-evaluation survey data and audit data of selected organisations


	Clinical process measures, quality, enablers and barriers to improve national quality targets
	Internal evaluation (audit)

Evaluation of RCP programme is conducted by regional networks (financed by INCa) and networks choose the design

	
	Sophia Diabetes care programme
	DM1 & DM2
	In progress
	No information
	Evaluate the programme
	No information

(confidential protocol of private evaluator)
	Clinical process measures, intermediate outcomes, cost
	External evaluation

Statutory financial audits

	
	Organisation of access to supportive care “Dispositif d’accès aux soins de support”
	Cancer


	In progress
	12
	Evaluate the organisations, care and information provided to patients for supportive care in cancer
	No information

(observational study by private evaluator)
	Access, structural and process measures
	External evaluation

Published results are expected in 2011 in American Society of Clinical Oncology

	
	
	
	Planned (2011)
	12
	Evaluate the organisations, care and information provided to patients for supportive care in cancer
	Qualitative; using patient-reported data
	Access, patient satisfaction
	No information on evaluation being internal or external

	
	Protocol for disease communication and promotion of shared decision-making “Dispositif d’annonce”
	Cancer
	In progress
	24
	Evaluate patient satisfaction of the quality of the communication device
	No information

(confidential protocol of  private evaluator: National League Against Cancer)
	Patient satisfaction
	External evaluation

	
	
	
	Planned (2011)
	24
	Evaluate patient satisfaction of the quality of the communication device
	No information

(confidential protocol of private evaluator: National Cancer Institute, INCa)
	National targets for patient reach and satisfaction
	External evaluation

	
	
	
	
	
	
	
	
	

	Germany
	Disease management programmes
	DM1 & DM2, Asthma/ COPD, CHF, IHD, Breast cancer
	Completed
	24
	Evaluate effectiveness of DMP for DM2
	RCT, 3-arm cluster; and observational retrospective cohort; using routine and new (PACIC-5A survey and DMP) data
	Clinical and organisational process measures (productivity loss, attrition, referral) utilisation, health outcomes, quality of life
	External evaluation (ELSID study)

	
	
	
	Completed
	24
	Evaluate effectiveness of DMP for DM2
	Cross-sectional, with control; using routine data
	Clinical process measures, health outcomes, cost, utilisation
	Internal evaluation

	
	
	
	Completed
	2
	Assess diabetes DMP effectiveness from patients’ perspective
	Post-only, no control; using patient survey data
	Clinical process measures, patient satisfaction, utilisation, quality of life
	Internal evaluation

	
	
	
	Completed
	36
	Evaluate effectiveness of DMP for DM2
	Cross-sectional with control and baseline comparison; using new data from a prospective cohort study
	Clinical process measures, intermediate outcomes, utilisation, patient satisfaction, quality of life
	External evaluation (KORA study)

	
	
	
	Completed
	10 

(+/- 6)
	Evaluate effectiveness of DMP for DM2
	Longitudinal cohort, with control; using new data from patient telephone interviews
	Clinical process measures, intermediate outcomes, patient satisfaction
	External evaluation



	
	
	
	Completed
	48
	Evaluate effectiveness of DMP for DM2
	Retrospective cohort with control; using routine data and propensity score matching
	Cost, utilisation, health outcomes
	External evaluation 



	
	
	
	Completed
	36

(+/- 14)
	Evaluate selection effects and impact on effectiveness of diabetes DMP
	Case-control; using new data from chart reviews, GP interviews and DMP data
	Intermediate outcomes, patient characteristics (age, comorbidity, diabetes duration, motivation)
	External evaluation

	
	
	
	Completed
	12
	Evaluate effectiveness of DMP for CHD; assess selection factors for enrolment
	Cross-sectional, with control and propensity score matching; using new data from the KORA  heart attack registry and patient survey
	Clinical process measures, intermediate outcomes, quality of life, selection factors
	External evaluation

	
	
	
	Completed
	36
	Evaluate effectiveness of DMP for asthma
	Retrospective cohort with control, matched on propensity scores, and baseline comparison; using routine data
	Clinical process measures, utilisation (medication, hospitalisation, emergency visits)
	External evaluation



	
	
	
	Continuous
	36
	Compare results of DMPs across insurers; assess achievement of programme targets, adherence to enrolment criteria, cost and quality of life 
	Longitudinal cohort, no control, with 3 sub-groups; using routine and new (SF-36 survey and DMP) data
	Clinical and organisational process measures, cost, utilisation, patient-reported quality of life
	External evaluation

National evaluation is statutory

	
	GP contracts
	Generalist
	Completed
	1-2
	Assess how care has changed with GP contracts
	Post-only, no control; using patient survey data 
	Clinical process measures, utilisation, patient characteristics, patient satisfaction
	External evaluation

	
	
	
	Completed
	Not specified
	Assess acceptability of programmes and how care has changed with GP contracts
	Cross-sectional, no control; using new provider survey data
	Structural and organisational process measures, provider satisfaction
	External evaluation

	
	
	
	Completed
	Not specified
	Assess how care has changed with GP contracts (in Baden Wurttemberg)
	Post-only, no control; using new patient survey data
	Clinical process measures, patient satisfaction
	External evaluation

	
	
	
	In progress
	36
	Assess whether GP model reduces costs and improves quality
	Longitudinal cohort with controls, matched on age, sex, morbidity; using routine data
	Clinical process measures, utilisation, quality, costs
	External evaluation

	
	
	
	Planned
	12
	Measure referral and  hospitalisation rates; assess team and patient satisfaction; assess implementation of CHF guidelines (in Baden Wurttemberg)
	Longitudinal and cross-sectional with control; using routine and new data
	Clinical process measures (referral rate, pharmacotherapy),  utilisation, provider and patient satisfaction
	External evaluation

	
	Integrated care: “Gesundes Kinzigtal”
	Generalist
	In progress
	37
	Assess effectiveness and economics of active health support in elderly
	Longitudinal cohort (new data) and retrospective cohort with controls (routine data)

	Intermediate outcomes (lifestyle changes, social participation), cost
	External evaluation (AGiL study)

	
	
	
	In progress
	42
	Evaluate shared decision-making
	Longitudinal 3-arm cohort with controls (statistical control for selection), stratification by age, sex, insurance status; using routine and new data
	Patient satisfaction, preferences in SDM, attitudes to service quality, cost
	External evaluation (SDM study)

	
	
	
	In progress
	37
	Identify problems of over- and under-treatment, and errors
	Longitudinal with control (statistical control for selection); using routine data
	Clinical process measures, quality (disease-specific), utilisation, cost
	External evaluation (ÜUF study)

	
	
	
	In progress
	43
	Assess process from provider perspective; evaluate coaching sessions where provider views of programme are discussed
	Longitudinal, no control; using new provider survey data
	Clinical process measure (referral rate), intermediate outcome (knowledge), provider satisfaction, cost
	External evaluation (PEGL study)

	
	
	
	Continuous
	Not specified
	Economic evaluation
	Return on investment (total cost of all eligible members compared to expected cost); using routine and new patient survey data
	Cost
	Internal evaluation

	
	Integrated care: “Prosper Net”
	Multi-morbidity people over 75
	Continuous
	6
	Assess member satisfaction 
	Observational, no control; using new patient survey data
	Satisfaction
	Internal evaluation

	
	
	
	Continuous
	12
	Economic evaluation
	Observational, with matched controls; data source unknown
	Cost
	Internal evaluation

	
	Community nurses: in rural areas
	Multi-morbidity over 65 (e.g. hypertension, diabetes, IHD, CHF, cancer, dementia)
	Completed
	36
	Assess feasibility of training nurses for home visits; assess acceptability among patients and providers
	Observational, no control; using new survey data
	Provider and patient satisfaction
	External evaluation

	
	Medical care centres (MVZs)
	Generalist
	Completed, repeat surveys planned
	2
	Assess MVZ development and impact on care
	Cross-sectional, no control; using new provider survey data
	Structural measures (implementation of quality management, use of KBV services, impact on care structures), revenues
	External evaluation

	
	
	
	
	
	
	
	
	

	Hungary
	Treatment (& financing) protocols
	Asthma/ COPD, CHF, IHD, Stroke, CVD, cancers
	Completed
	Not specified
	Assess impact on population health status and mortality reduction
	Pre-post, no control,  time-series analysis; using routine and new data from site visits 
	Clinical process measure (protocol adherence), utilisation, cost, health status
	External evaluation

	
	Multi-functional community centres
	Generalist
	Completed
	Up to 60
	Assess impact on mortality, quality of life and desired demographic and socioeconomic changes; assess sustainability
	Pre-post, with control; using routine data
	Structural measures, clinical process measures, patient-reported quality of life, utilisation, and health status
	Internal evaluation

	
	Care coordination pilot (CCP)
	Generalist
	Completed
	2
	Assess financial performance and distribution of savings
	Post-only, with control; using routine and new data 
	Clinical process measures, utilisation, cost
	Internal evaluation

	
	
	
	Completed
	2
	Assess financial performance and distribution of savings
	Observational, plus  qualitative; using routine data from care coordinator reports 
	Clinical process measures, utilisation, cost
	External evaluation

	
	Asthma disease management programme
	Asthma/ COPD
	--
	Not applicable
	Not applicable
	Not applicable
	Not applicable
	--

	
	Diabetes care management programme
	DM2
	--
	Not applicable
	Not applicable
	Not applicable
	Not applicable
	--

	
	Gluco.net
	DM1 & DM2
	--
	Not applicable
	Not applicable
	Not applicable
	Not applicable 
	--

	
	
	
	
	
	
	
	
	

	Italy
	Integration Management and Assistance for diabetes, (IGEA project)
	DM2
	Completed
	Not specified
	Monitor implementation variation across settings; monitor participation and interoperability; assess efficiency of implementation for re-funding and political value 
	Varies by region. 

Either qualitative or pre-post, no control, with benchmark comparisons between sites and with regional standard; using routine and new data
	Structural measures, national targets for clinical and organisational processes, intermediate outcomes, utilisation and health status  
	External evaluation

	
	From on-demand to proactive primary care, Tuscany
	DM2, Asthma/ COPD, CHF, stroke, hypertension,
	Continuous, regular intervals
	3 to 6
	Measure degree to which project implementation in line with the expanded chronic care model
	Pre-post, with control and benchmark comparison with regional mean, plus qualitative; using routine and new data
	Structural measure (registry), clinical and organisational process measures for general and disease-specific targets
	Internal evaluation

	
	Raffaello project, Marche and Abruzzi
	Diabetes, cardiovascular risk factors (hypertension, dyslipidemia, diabetes, obesity, smoking)
	Completed
	12
	Assess efficacy of model to improve CV risk profile and control single risk factors  in general population; assess impact on process of continuous quality improvement; perform cost-utility analysis using QALYs
	RCT, cluster, with stratification and intention-to-treat analysis; using new survey (EQ-5D) data
	Clinical process measures, patient- and provider-reported quality, utilisation, cost, social capital, social networks
	External evaluation

	
	Leonardo pilot project, Puglia
	DM 1 & DM 2, CHF, CVD high risk profile
	Completed
	18
	Demonstrate feasibility and implementation in local setting for scaling up; evaluate satisfaction of project actors; refine intervention to local health system; refine evaluation techniques for future use
	Pre-post, no control, with four measurement points; using new data
	Structural measures, clinical and organisational process measures, patient self-management, patient and provider satisfaction
	External evaluation

	
	
	
	
	
	
	
	
	

	Netherlands
	Matador chronic disease management programme
	DM1 & DM2
	Completed
	24
	Assess improvement in care and cost-effectiveness
	Pre-post, no control, plus Markov cost modelling; using routine and new (postal survey) data
	Clinical process measures, intermediate outcome measures, utilisation, cost-effectiveness, patient-reported quality of life, patient self-management
	External evaluation

	
	Primary care chain for type 2 diabetes
	DM2
	Completed
	 12
	Assess satisfaction with mode of care delivery; audit compliance with national care standard
	Pre-post, no control; using routine and new (focus group) data
	Clinical and organisational process measures, patient and provider satisfaction, patient self-management, patient-reported quality of life
	Internal evaluation

	
	
	
	In progress
	36
	Assess satisfaction with mode of care delivery; audit compliance with national care standard
	Longitudinal cohort, no control plus retrospective comparison; using routine postal survey and literature review data
	Care structure, clinical and organisational process measures, utilisation, cost, patient-reported quality of life, patient self-management, satisfaction, provider and patient compliance
	External evaluation

	
	Stroke Service Delft
	Stroke
	Completed
	18
	Measure health and economic impacts of integrated stroke services to improve effectiveness, feasibility and quality of care, compared to current standard of care
	Post-only with controls, concurrent hospital patients, adjusted for case mix; using new (interview) data
	Clinical process measures, utilisation, cost-effectiveness, patient-reported quality of life, health status (QALY), patient satisfaction
	External evaluation

	
	National care standard for vascular risk
	Vascular risk
	Completed
	36
	Measure effects on patients, providers, organisation of care in 8 projects; determine which interventions are offered from overall DMP; measure total project costs, their financing and relation to effects; determine success or failure factors for effectiveness and how this knowledge is shared across sites
	Longitudinal cohort with control; using new data from surveys, interviews, observations, and documents
	Clinical process measures, utilisation, cost-benefit, patient satisfaction, patient-reported quality of life
	External evaluation

	
	
	
	
	
	
	
	
	

	Switzerland/Lausanne (French-speaking region)
	Diabaide diabetes care network
	DM1 & DM2
	Completed
	Not specified
	Assess intervention activities and patient characteristic; assess clinical effectiveness; model cost-effectiveness
	Pre-post, no control, plus cost-effectiveness analysis; using routine and new data
	Clinical and organisational process measures, patient satisfaction, utilisation, cost
	External evaluation

	
	Breast cancer clinical pathway, Lausanne University Hospital
	Breast cancer
	Completed
	4 to 6
	Assess achievement of implementation targets (40% new patients, minimum 150 patients per year,  decrease wait times, use of guidelines, multidisciplinary review, supportive care proposed)
	Post-only, no control, cross-sectional analysis of process indicators; using routine and new data 
	Clinical and organisational process measures, cost, utilisation, health status (inpatient mortality, survival), patient satisfaction, patient-reported quality of life
	Internal evaluation

	
	Delta physician network, Geneva
	Generalist
	Completed
	36
	Assess effects on self-selection; assess achievement of reduced health care expenditures
	Pre-post, with control; using routine data
	Disenrollment, cost, utilisation, health status
	External evaluation

	Abbreviations: DM1, diabetes mellitus type 1; DM2, diabetes mellitus type 2; CVD, cardiovascular disease; CDM, chronic disease management; COPD, chronic obstructive pulmonary disease; CHF, chronic heart failure; IHD, ischemic heart disease; GP, general practitioner; CCM, Chronic Care Model


Supplementary Table 3. Indicators of effect to measure structure, process and outcome of European disease management programmes with documented evaluations
	Measures of effect: structure

	Registrya
	Development of a specific database or disease registry constituted a measure of the structure of a chronic disease management initiative

(Breast cancer clinical pathway (CH); IGEA project (I); From on-demand to proactive primary care (I))

	Reminder
	Leonardo pilot project (I)

	Otherb
	Integrated care - stroke (A); CDM - COPD, PD, Schizophrenia (EE); Quality management in primary care - DM2, CVD (EE); Expert Patients Programme (ENG); Partnerships for Older People (ENG); Integrated Care Pilots (ENG); REVESDIAB (F); COPA (F); Multi-functional community centres (H); IGEA project (I); Primary care chain for DM2 (NL); Stroke service Delft (NL)

	Measures of effect: process

	Referral ratesc
	Therapie Aktiv (A); Breast cancer clinical pathway (CH); Diabaide (CH); Gesundes Kinzigtal integrated care contracts (D);GP contracts (D); Disease management programmes (D); SIKS project (DK); CDM - COPD, PD,  Schizophrenia, MS (EE); Quality management in primary care – DM2, CVD (EE); COPA (F); DIABIX (F); Care Coordination Pilot (H); Multi-functional community centres (H); Leonardo pilot project (I); IGEA project (I); Primary care chain - DM2 (NL); Matador programme (NL)

	Monitoringd
	Therapie Aktiv (A); Breast cancer clinical pathway (CH); Diabaide (CH);  Disease management programmes (D); CDM –  COPD, MS, PD, Schizo-phrenia, (EE); Quality management in primary care (EE); REVESDIAB (F); COPA (F); IGEA project (I); From on-demand to proactive primary care (I); Leonardo pilot project (I); Primary care chain - DM2 (NL)

	Clinicale
	Integrated care - stroke (A); Therapie Aktiv (A); Breast cancer clinical pathway (CH); Diabaide (CH); Gesundes Kinzigtal integrated care contracts (D); Disease management programmes (D); SIKS project (DK); CDM – COPD, MS, PD, schizophrenia (EE); Quality management in primary care – DM2, CVD (EE); ASALEE (F); DIABIAX (F); Care Coordination Pilot (H); Multi-functional community centres (H); Leonardo pilot project (I); Raffaello project (I); From on-demand to proactive primary care (I); IGEA project (I); Matador programme (NL); Primary care chain - DM2 (NL); Stroke service Delft (NL); National care standard for vascular risk (NL)

	Knowledgef
	Therapie Aktiv (A); Interface management Syria (A); Gesundes Kinzigtal integrated care contracts (D); SIKS project (DK); Integrated Care Pilots (ENG); Primary care chain - DM2 (NL)

	Otherg
	

	Self-management
	Gesundes Kinzigtal integrated care contracts (D); Expert Patients Programme (ENG); Leonardo pilot project (I); Primary care chain - DM2 (NL); Matador programme (NL)

	Other
	Therapie Aktiv (A); Integrated care upper Austria (A); Disease management programmes (D); Gesundes Kinzigtal integrated care contracts (D); Expert Patients Programme (ENG); Integrated Care Pilots (ENG);   Treatment (and financing) protocols (H); IGEA project (I)

	Measures of effect: outcome

	Health Statusj
	Integrated care - stroke (A); Therapie Aktiv (A); Breast cancer clinical pathway (CH); CDM - MS (EE); Evercare (ENG); Multi-functional community centres (H); Treatment (and financing) protocols (H); IGEA project (I) Raffaello project (I); Stroke service Delft (NL)

	Satisfaction
	Therapie Aktiv (A); Breast cancer clinical pathway (CH); Diabaide (CH); Community nurse – rural areas (D); Gesundes Kinzigtal and Prosper Net integrated care contracts (D); SIKS project (DK); CDM - MS, PD, Schizophrenia (EE); Quality management in primary care – DM2, CVD (EE); Expert Patients Programme (ENG); REVESDIAB (F); COPA (F); Raffaello project (I); Leonardo pilot project (I);  Primary care chain - DM2 (NL); Stroke service Delft (NL); National care standard for vascular risk (NL)

	Quality of life
	Therapie Aktiv (A); Breast cancer clinical pathway (CH); Disease management programmes (D); SIKS project (DK); Expert Patients Programme (ENG); Partnerships for Older People (ENG); Multi-functional community centres (H); National care standard for vascular risk (NL); Stroke service Delft (NL); Primary care chain - DM2 (NL); Matador programme (NL)

	Costh
	Breast cancer clinical pathway (CH); Diabaide (CH); GP contracts (D); Gesundes Kinzigtal and Prosper Net integrated care contracts (D); Disease management programmes(D); SIKS project (DK); CDM - COPD, MS, PD,  schizo-phrenia (EE); Quality management in primary care – DM2, CVD (EE); Expert Patients Programme (ENG); Partnerships for Older People (ENG); Integrated Care Pilots (ENG); ASALEE (F); REVESDIAB (F); COPA (F); Care Coordination Pilot (H); Treatment (and financing) protocols (H); Raffaello project (I); Matador programme (NL); Primary care chain - DM2 (NL); Stroke service Delft (NL); National care standard for vascular risk (NL)

	Utilisationi
	Therapie Aktiv (A); Breast cancer clinical pathway (CH); Diabaide (CH); GP contracts (D); Disease management programmes (D); Gesundes Kinzigtal integrated care contracts (D); CDM – PD, COPD, MS, schizophrenia(EE); Quality management in primary care – DM2, CVD (EE); Evercare (ENG); Expert Patients Programme (ENG); Partnerships for Older People (ENG); Integrated Care Pilots (ENG); REVESDIAB (F); COPA (F); Care Coordination Pilot (H); Multi-functional community centres (H); Treatment (and financing) protocols (H); Raffaello project (I); IGEA project (I); Matador programme (NL); Primary care chain - DM2 (NL); Stroke service Delft (NL); National care standard for vascular risk (NL)


NOTES: a Development of a specific database or disease registry constituted a measure of the structure of a chronic disease management initiative. b Specified in a variety of ways.

c Specified as: referrals; frequency of recommending (the initiative) to patients; number of new patients in the programme (i.e. recruitment); referral to ocular fundus examination and performance of laboratory tests (e.g. cholesterol); fist set of laboratory tests for 70% of all patients; frequency of physician contacts; average time of transfer (i.e. number of days from date of draft personalised health plan in current year per number of enrolled and benefitted from the draft personalised health plan); number of patients screened who enrol in the intervention; number of GPs visited per member; number of specialists visited per member and percentage of these with referral.

d Specified as: number and type of consultations; waiting times for treatment, consultation, surgery, diagnostic procedures; number of patients receiving at least one action to prevent complications and/or therapeutic education; number of patients whose case was presented in a multi-professional coordination meeting at least once a semester (every 6 months) per total of patients; consultation rate; percentage of members with check-ups.

e Specified as: metabolic control (decrease of Hb1Ac by more than 0.5 percent); Hb1Ac level; blood pressure (systolic and/or diastolic); total cholesterol; high-density lipoprotein; body mass index (BMI); glomerular filtration rate; morbidity rate; triglycerides; volume of performed thrombolysis; prescription frequency of disease-specific medication (e.g. anti-hypertensives, lipid-lowering agents, anti-diabetic drugs). The documented evaluations in Italy reported specific threshold levels for each of the disease-specific clinical measures in the set of indicators proposed by the National Centre for Disease Prevention and Control national guidelines.

f Process measures of knowledge were reported as either patient disease-specific knowledge, or level of provider knowledge/ awareness of the intervention.

g Specific ‘other’ process measures varied widely in this open response category, but tended to include self-care/ self-management or behaviour change (e.g. smoking habits, healthier nutrition, physical activity increase, participation in social activities) effects. Additional examples of ‘other’ process measures included: transport time, reach, adverse events, drop-out rates, productivity loss, provider motivation, and provider estimates of demand/popularity among patients.

h Cost effects were rarely specified but some indicators were described as: total expenditures; expenditure per patient (or cost per insured member); operating costs; average cost per patient; revenues; sick days per member and prescription costs per member. The economic perspective (e.g. societal) was also specified for some examples. In Denmark, measures of ‘resource use’ (e.g. productivity loss/time out of work and inpatient care, specialist consultation, prescription drugs) were reported as process measures rather than indicators of programme effect.

i Utilisation effects were specified as: amount of hospital days; hospital admissions; total number of hospitalisations per number of patients in a network; number of patients hospitalised more than once in the current year per number of patients of a provider network.

 j Some respondents described measures referring to overall health status as a possible indicator of programme effect and these were reported as quality-adjusted life years (QALY), (inpatient) mortality, and/or survival (outside hospital).

ABBREVIATIONS: A, Austria; CDM, chronic disease management between primary and secondary care; CH, Switzerland; COPD, chronic obstructive pulmonary disease; CVD, cardiovascular disease; D, Germany; DK, Denmark; DM2, diabetes mellitus type 2; EE, Estonia; ENG, England; F, France; H, Hungary; I, Italy; MS, multiple sclerosis; NL, the Netherlands; PD, Parkinson’s Disease
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