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Note by the Secretariat 

1. At the 2017 meeting of health Ministers in Paris the OECD was asked to 

undertake further work on Mental Health, and look for effective ways to 

benchmark mental health performance. The Ministerial Statement 

(OECD, 2017[1]) asked that the OECD develop new health statistics to measure 

and compare patient-reported experiences and outcomes in health care, and noted 

the importance of capturing patient reported indicator measures for those 

experiencing mental ill-health as one of the priorities. The Ministerial Statement 

(OECD, 2017[1]) also asked that OECD  to “develop a system, based on existing 

data sources, to enable the compilation of tables of health outcomes at country 

level, and other key indicators of health and health system performance which 

identify relative strengths in order for all countries to share, and learn from, 

examples of best practice”, and that this work be “initially targeted at the main 

health issues – such as cancer, mental health and stroke.” 

2. Furthermore, during the Health Ministerial lunch discussion on future directions 

for OECD work on health Ministers highlighted the significant burden mental ill-

health presents for individuals, societies and economies, and the fact that, as of 

today, interventions to prevent, treat, and manage mental health are woefully 

insufficient. They reiterated the gaps in effective policies, but also in applying 

policies that are well-established as effective. The Chair of the Ministerial, the Rt 

Hon Jeremy Hunt MP (Minister of Health from the United Kingdom), also 

strongly emphasised the need to tackle mental ill health, including for children 

and young adults. Many countries have innovative approaches from prevention to 

treatment, to data and measurement methods. Yet, best-practice policies, 

treatments and other interventions are not consistently applied. Ministers asked 

the OECD to carry out further work on mental ill-health, especially to advance 

international benchmarking, both in the identification of best practices and in the 

measurement of performance.  

3. In light of the clear gaps in  understanding, care and services, and outcomes 

around mental ill-health, and in particular in response to this call from Ministers 

to undergo further work in this area, the Health Division proposes to develop a 

benchmarking of mental health policies across OECD countries, mapping these 

policies to specific indicators of mental health. While this work will include an 

exploration of best practice policies and innovations in place in countries across 

the OECD, it will be grounded in a wider range of pertinent indicators which will 

help to measure and compare performance in mental health care. This work is to 

be undertaken under the supervision of the Health Committee.  
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4. The HCQI has had an established a set of Mental Health quality of care indicators 

since 2003, informed by several scoping data exercises, and having worked 

through various methodological issues and practical limitations in relation to the 

capacity of health databases to provide the right data in and across OECD 

countries. Despite various development attempts the resulting set of indicators on 

the quality of mental health is still quite restricted, and there are continued 

ambitions for broadening this data set. 

5. This paper sets out two possible approaches to extending the HCQI work on 

mental health quality of care indicators: 

A. Development of patient reported measures (Agenda Item 6 a) 

B. Review of recent developments in international mental health indicators 

(Agenda Item 6 b) 
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A. Development of Patient Reported Quality of Mental Health Care Measures 

6. Item 6a on the agenda focusses on information sharing on patient reported 

measures of the quality of mental health care, as part of the overall program of 

work under the PaRIS initiative on disease-specific PROM development and 

implementation internationally.  

7. The meeting of Health Ministers in Paris on 17th January 2017 provided a 

mandate to the Health Committee for its work, and the work of its Expert Groups, 

over the medium term. The Ministerial Statement signed at the meeting calls on 

the OECD to support countries in making their health systems more knowledge-

based and person-centred by, amongst other things, developing international 

benchmarks of health system performance as reported by patients themselves. 

Such data can be used to govern health systems more effectively (in particular, by 

reducing wasteful care that offers no benefit to the patient); to better understand 

and plan for complex care needs linked to population ageing; and to better 

manage new technological developments, including precision medicine.  

8. At the HCQI Expert Group’s meeting in November 2016, the Secretariat 

described how it intends to take the Ministers’ mandate forward through the 

PaRIS (“Patient Reported Indicators Surveys”) initiative. PaRIS, in broad terms, 

will comprise two streams of work. First, in patient groups where patient-reported 

indicators such as PROMs and PREMs already exist (such as in cancer care), the 

OECD will support countries to accelerate the adoption and reporting of 

validated, standardised, internationally-comparable patient-reported indicators. 

Second, in patient groups where patient-reported indicators do not yet exist (such 

as in the primary care of patients with complex multimorbidity), the OECD will 

lead and coordinate efforts to develop valid, internationally-comparable PROMs 

and PREMs, and pilot their collection in countries that wish to participate.  

9. The Secretariat emphasised the critical role that collaboration with national and 

international patient, professional and academic groups will play in the PaRIS 

initiative. In particular, a Letter of Intention to collaborate has been signed by the 

OECD and the International Consortium for Health Outcomes Measurement 

(ICHOM). ICHOM identify sets of outcomes (including PROMs) for particular 

patient groups, that it recommends be adopted for international comparison. 

Representatives from the Consortium presented their methods for identifying 

these “standard sets” to the Expert Group.  

10. Subject to countries’ agreement, the Secretariat proposed using ICHOM’s 

standard sets as a basis for the first stream of work within the PaRIS initiative, 

described above. The Secretariat proposed that the HCQI Expert Group should 

examine ICHOM’s recommended PROMs for particular patient groups and, if 

appropriate, endorse them for international collection and reporting through the 

PaRIS initiative. This does not preclude the HCQI Expert Group’s examination 

and endorsement of outcome measures proposed by other institutions or used in 

specific countries. As with any other HCQ indicator, examination should consider 

the criteria of: 
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 validity (evidence that the measure reflects quality of care);  

 feasibility (or ease of implementation at national-level within a health system); and,  

 actionability (or whether knowing the indicator’s value and comparison against 

benchmarks can drive change to improve health care quality).  

11. The HCQI Expert Group was broadly supportive of the objectives of the PaRIS 

initiative, and agreed with its two-pronged approach. The Expert Group agreed to 

a programme of work that examines and, potentially, endorses patient-reported 

indicators that are proposed by ICHOM and other bodies for inclusion in the 

PaRIS initiative. The range of conditions, patient-groups and sectors is to be 

expanded iteratively, subject to guidance from the Health Committee. At its May 

2017 meeting the group supported the beginning of work on cancer, and hip or 

knee osteoarthritis, under the PaRIS initiative. This decision was informed by a 

paper by ICHOM which identified the best outcomes to measure in patients 

receiving care for cancer, and for hip or knee osteoarthritis. 

12. At the May 2017 meeting experts agreed to consider PROMs in patients who have 

received care for mental illness at the group’s November 2017 meeting. This 

document is intended to support the Expert Group’s consideration of appropriate 

PROMs in patients who have received care for mental ill-health, specifically for 

anxiety or depressive disorders. The decision to focus attention on PROMs in 

patients who have received care for mental ill-health reflects the high burden of 

disease that mental ill-health represents, a shortage of internationally-comparable 

measures of outcome in this area, and the policy priority given to mental health 

care by OECD member countries. Indeed at the 2017 meeting of health Ministers 

in Paris the OECD was asked to undertake further work in this area, and look for 

effective ways to benchmark mental health performance. 

13. Annex 1 describes the methods used by ICHOM to identify the best outcomes to 

measure in patients receiving care for depression and anxiety, as well as patients’ 

involvement in this work, current use of these outcome sets in international health 

systems, and experiences in different linguistic and cultural settings. 

14. Item 6 a will also include a presentation from Denmark on developing PROMS 

indicators for schizophrenia and depression in clinical registers. Experts from 

Israel and the Netherlands have also been invited to briefly share their countries’ 

experiences of developing and using mental health PROMS. 

15. Delegates are invited to:  

 NOTE the current status of international mental health PROMS development 

and implementation; 

 DISCUSS plans and experiences with national mental health PROMS 

programmes in their country; 

 INDICATE their interest in participating in a Working Group on Mental 

Health PROMS during 2018. 
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B. Review of recent developments in international mental health indicators 

16. Item 6 b will take a further look at measures of mental health care and recent 

international mental health indicator development. The HCQI expert group has 

long recognised the importance of measuring mental health care quality, and has 

undertaken work in this area multiple times across the past decade.   

17. Scoping exercises to explore the availability of information on mental health care 

in OECD countries were undertaken in 2004 (Richard Hermann, 2004[2]), 2008 

(Garcia Armesto, Medeiros and Wei, 2008[3]) and 2010 (see 4 “Chapter 

Improving quality measurement and data collection for mental health” in OECD, 

2014). In the most recent scoping exercise an international expert panel on 

indicators for mental health care was convened to provide consensus 

recommendations on mental health care quality indicators to be routinely 

collected by the HCQI Project. The expert panel decided that the final indicator 

set ought to cover treatment, continuity of care, co-ordination of care, and patient 

outcomes; the Secretariat identified a total of 134 indicators from 24 different 

sources. 

18. To reduce this list to a number of indicators that could be reasonably evaluated by 

the Mental Health Panel, the Chair of the expert panel in collaboration with the 

OECD Secretariat identified a short list of 24 indicators, which met the key 

screening criteria around data availability, measurement precision, focus on 

quality and utility. Five of those 24 indicators met the initial selection criteria, 

whereas four indicators were rejected using those criteria. The Mental Health 

Panel evaluated the remaining 15 indicators through a series of conference calls 

and e-mail discussions and converged on a final list of 12 indicators to cover the 

four key areas of treatment, continuity of care, co-ordination of care, and patient 

outcomes (see Table 1). Subsequent work was undertaken with 18 countries to 

assess the availability of data needed to collect the 12 identified indicators. The 

availability of data across countries was revealed to be generally very good for 

some types of data (structure and activity) and weaker for other areas.  
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Table 1. Mental health quality indicators recommended by the 2010 HCQI Mental Health 

Panel 

Area Indicator name Number of countries readily 
available 

Not available (number of 
countries) 

Patient outcomes Mortality for persons with severe 
psychiatric disorders 

12 6 

Treatment Hospital re-admissions for psychiatric 
patients 

Use of anti-cholinergic anti-depressant 
drugs among elderly patients 

Length of treatment for substance-
related disorders 

Visits during acute phase treatment of 
depression 

Continuous anti-depressant medication 
treatment in acute phase 

Continuous anti-depressant medication 
treatment in continuation phase 

13 

 

9 

 

12 

 

3 

 

4 

 

4 

5 

 

9 

 

6 

 

15 

 

14 

 

14 

Co-ordination of care Case management for severe 
psychiatric disorders 

5 13 

Continuity of care Timely ambulatory follow-up after mental 
health hospitalisation  

Continuity of visits after hospitalisation 
for dual psychiatric/substance related 
conditions  

Racial/ethnic disparities in mental health 
follow-up rates  

Continuity of visits after mental health-
related hospitalisation 

5 

 

6 

 

 

3 

 

6 

13 

 

12 

 

 

15 

 

12 

Source: OECD (2014), Making Mental Health Count: The Social and Economic Costs of Neglecting Mental 

Health Care, Paris, OECD Publishing.  

19. Following this scoping and data availability exercise two indicators – re-

admission rates for bipolar and schizophrenia disorders – were added to the 

regular HCQI data collection. In 2013, two additional indicators – excess 

mortality for bipolar and schizophrenia disorders were added to the data 

collection.  

20. Since the 2010 scoping and data availability work further refinements have been 

made to the mental health indicators included in the HCQI data collection. The 

indicator on re-admission rates for bipolar and schizophrenia disorders was 

withdrawn following the 2013 collection, primarily due to the Expert Group’s 

concerns about comparability of the indicator, in particular the difficulty of 

distinguishing planned from unplanned readmission. Three indicators, on in-

patient suicide and suicide after discharge amongst patients with a mental disorder 

within 30 days and within 1 year were added in 2015. Further efforts to refine the 

existing indicators, notably led by Denmark and by England, were also 

undertaken in the period since 2010. 

21. In the 2017 HCQI data collection the following mental health indicators were 

included, and are available on OECD.Stat and will be published in Health at a 

Glance 2017 (OECD, 2017[4]): 
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 In-patient suicide among patients diagnosed with a mental disorder (15 OECD 

countries reporting); 

 Suicide within 1 year after discharge among patients diagnosed with a mental 

disorder (10 OECD countries reporting); 

 Suicide within 30 days after discharge among patients diagnosed with a mental 

disorder (10 OECD countries reporting); 

 Excess mortality for patients diagnosed with schizophrenia (9 OECD countries 

reporting); 

 Excess mortality for patients diagnosed with bipolar disorder (8 OECD countries 

reporting); 

 Excess mortality for patients diagnosed with severe mental illness (5 OECD 

countries reporting). 

22. The HCQI recognises that the field is not static and that OECD health information 

infrastructure is evolving and initiatives are being taken to progress and further 

develop capacity to measure the quality of mental health care at both the national 

and international levels. Even in the two year period between the 2015 and 2017 

HCQI data collections there was an increase in the number of countries able to 

report on one or more of the mental health indicators.  

23. In light of continuing improvements in individual countries’ mental health data 

systems, and in light of the prioritisation given to this area of work by OECD 

Health Ministers and subsequently the Health Committee, the HCQI may wish to 

consider revisiting this indicator set and examining whether it has become 

possible to collect an expanded or enhanced set of indicators of mental health care 

quality and outcomes. 

24. To aid the group in their reflections Annex 2 ‘NHS Benchmarking And IIMHL 

International Mental Health Comparisons - Summary Paper for OECD November 

2017’ sets out one ongoing international initiative, led by NHS Benchmarking in 

the context of ongoing work of the International Initiative for Mental Health 

Leadership (IIMHL), to compare mental health care and collect internationally 

comparable indicators. The Annex provides a summary of this group’s work since 

2008 and notes that a further stage of work will now take place in late 2017 and 

early 2018 to explore a range of additional indicators.  

25. Experts are invited to: 

 NOTE the recent development in work on internationally comparable mental 

health indicators; 

 COMMENT on priority indicators for development for their own countries;  

 COMMENT on progress in the data systems for measuring indicators on 

mental health quality in their own countries;   

 DISCUSS any additional opportunity for expanding mental health indicator 

development and data collection by the OECD, including further 

consideration to specific indicators in the NHS Benchmarking Group set of 

indicators (e.g. Community Follow-up, Use of Seclusion or Use of 

Restraint). 
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Annex 1:  

Patient-Reported Outcomes in ICHOM’s Standard Sets for 

Depression and Anxiety 

This document describes the patient-reported outcomes within ICHOM’s 

“standard set” for patients receiving care for depression and anxiety, as well as 

patients’ involvement in the developmental work underlying the standard set, 

current use of these outcome measures in international health systems, and 

experiences in different linguistic and cultural settings 

The text was prepared by Dr. Vikram Devalia, ICHOM & Aneurin Bevan 

University Health Board Clinical Fellow, Ms. Léa Marais, ICHOM 

Implementation Project Leader and Dr. Charlotte Roberts, ICHOM Vice President 

for Standardisation 

 

ICHOM’s Objectives  

26. The International Consortium for Health Outcomes Measurement (ICHOM) was 

founded in 2012 as a not-for-profit organisation by leaders at Harvard Business 

School, Boston Consulting Group and the Karolinska Institutet. ICHOM’s  

mission is to develop Standard Sets of outcome measures for the world’s medical 

conditions and to then drive their adoption by healthcare institutions. This 

systematic measurement of Standard Sets of outcomes by institutions around the 

world will enable, for the first time, global outcome comparisons.  ICHOM 

believes this will catalyse a new wave of learning for healthcare professionals as 

we will be able to identify where the greatest outcomes are achieved, learn from 

processes supporting those outcomes, and promote dissemination of best practices 

– ultimately elevating standards of care for patients across the globe. Since 2012 

ICHOM has created Standard Sets of outcomes that matter most to patients for 

over 21 medical conditions including; cataracts, cancers, Parkinson’s Disease, and 

stroke. In 2017, ICHOM and the Organisation for Economic Cooperation and 

Development (OECD) signed a letter of intent to collaborate on the collection, 

analysis and publishing of patient-reported outcomes for international 

comparison, starting with musculoskeletal and cancer condition areas as well as 

exploring areas of overall health and mental health.   

 

27. ICHOM have developed globally agreed upon Standard Sets of outcomes, striving 

to cover 50% of the global disease burden by 2017.  Historically, metrics of care 

for these medical conditions tended to capture processes and costs, and do not 
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measure whether they achieve the outcomes which matter most to patients.   

Developing core outcomes sets for patient populations will enable the 

measurement of important outcomes for, and then compare, in a consistent 

manner, with other countries around the world.  ICHOM believes that outcomes-

driven comparison has the potential to minimise modifiable variation in care by 

illustrating to practitioners where the greatest outcomes are being achieved and 

how they can improve, all the while increasing transparency to better inform 

patient choice.   

ICHOM’s Working Methods 

28. To develop a Standard Set, ICHOM facilitates and organises meetings with a 

Working Group comprised of clinical, policy and data collection experts in the 

field, and patient representatives. During meetings, the Project Team comprising a 

Project Leader, Research Fellow, and Working Group Chair facilitate discussions 

to debate proposals.  Following the call, the Project Leader administers surveys to 

assess the degree of consensus in the group. This process involves the following 

steps: 

 Defining how to classify the population of patients.   

 Compiling a list of outcome measures including outcomes that matter to patients, 

outcomes in use by existing measurement efforts, outcomes used by leading 

programmes and validated patient-reported outcomes. 

 Defining a minimum list of outcomes that assess success from the patient’s 

perspective.  

 Agreeing on the best available instrument or definition to measure each domain 

 Defining baseline case-mix adjustment variables in order to make comparisons 

 Developing a reference guide that describes instruments that should be used, and 

that provides users with the necessary information to adopt the Standard Set 

 Presenting the Standard Set of outcomes in leading journals and conferences 

 Making the Standard Set accessible and freely available to all 

 

29. All ICHOM Reference Guides and Flyers can be downloaded from 

www.ichom.org. 

Scope of the ICHOM Depression and Anxiety (D&A) Standard Set 

30. The total number of people in the world living with depression or anxiety is 

estimated to be in the region of 322 million and 264 million respectively (WHO 

Global Health Estimates, 2017). Treatment of depression and anxiety disorders 

remains one of today’s most important health challenges. Combined, these two 

conditions represent the most years lived with disability of any disease (Vos et al., 

2012). Their direct treatment and indirect impact on other conditions contributes 

to a substantial portion of health care spending (Ferrari et al., 2013). According to 

recent data, depression in the United States alone costs society $210 billion per 

year, including direct medical costs (45%), suicide-related mortality costs (5%), 

http://www.ichom.org/
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and workplace costs (50%) (Greenberg et al., 2015). A variety of treatment 

options have been proven effective in reducing symptom burden and improving 

functioning for patients with depression or anxiety (Cuijpers et al., 2014). These 

include several types and combinations of psychological interventions and 

antidepressant medications (Middleton et al., 2005). Although the general 

effectiveness of these treatments has been established, the questions of what 

works for whom and how to sequence and combine treatments remain to be 

addressed (Fonagy 2010). 

 

31. When defining the scope of the ICHOM D&A Standard Set, the D&A Working 

Group first defined the target disorders.  The group decided to not limit the 

recommendations to a single disorder but to consider the following spectrum of 

diseases: Major Depressive Disorder, Depressive Disorder—Not Otherwise 

Specified, Adjustment Disorder/ Depressive Adaptive Disorder, Dysthymia, 

General Anxiety Disorder, Social Anxiety Disorder, Agoraphobia, Panic 

Disorder, Post-Traumatic-Stress Disorder, and Obsessive Compulsive Disorder. 

The aim was that the suggested outcome variables should be responsive to 

therapy effects from established interventions. Recommendations were limited to 

adults including adolescents above the age of 14 years as there was agreement 

across working group members that onset of depression in younger people often 

occurs before the age of 18 years. The evidence suggests good validity for 

common adult measures for adolescents.   

 

32. The Working Group aimed to focus on defining outcomes measures for patients 

with depression or anxiety regardless of disease severity, treatment, or type of 

provider; enabling continuous assessment over the entire course of the disease.  

This is aligned with the fundamental framework of value-based health care 

delivery (Porter, 2010) and challenges healthcare systems in how to collect the 

data by stimulating providers from different healthcare delivery settings to 

coordinate their activities around the patient as opposed to conducting isolated 

interventions.  This continuity of care and longitudinal outcome measurement 

should create consistency over the full care pathway (Porter, 2010) which benefits 

the patient. 

PROMs in the ICHOM D&A Standard Set 

33. There is a growing awareness that the outcomes of a clinical intervention obtained 

by the patient, or patient-reported outcomes (PROs), are significant, in addition to 

the more traditional clinical, physiological or caregiver-reported outcomes (U.S. 

Food and Drug Administration [FDA], 2007). A PRO is any report of the status of 

a patient's health condition coming directly from the patient, without 

interpretation of the patient's response by a clinician or anyone else (U.S. FDA, 

2001). 

 

34. PROs are systematically collected via questions, surveys, or instruments called 

Patient Reported Outcome Measures (PROMs). PROMs can generally be 

categorised into three distinct types: generic, domain specific, or condition 

specific. Generic PROMs are comprised of global assessments, which can be 

utilised across patient populations regardless of medical conditions experienced 

(e.g. overall health-related quality of life), but do so at the cost of less detail and 



14 │ DELSA/HEA/HCQ(2017)7 
 

MENTAL HEALTH 

For Official Use 

sensitivity to clinically significant changes. Domain-specific PROMs include 

comprehensive measures around a specific domain item (e.g. pain), however, 

providing this level of detail and precision can come with a higher assessment 

burden (time for patients to complete). Additionally, condition specific PROMs 

provide highly relevant clinical information regarding a specific condition (e.g. 

sexual function among men with prostate cancer), but the narrow focus is unlikely 

to detect more systemic changes or unanticipated effects of treatment and cannot 

be compared to populations with different conditions.  

 

35. The Standard Set wheel in Figure 1 illustrates the key outcome domains covered 

by the ICHOM D&A set.  

Figure 1. ICHOM Depression and Anxiety Standard Set Key Domains 

 

Source: www.ichom.org 

36. The D&A Standard Set Working Group focused on outcome domains in the D&A 

Standard Set listed in Table 2, which are all outcomes which matter most to 

patients with Depression or Anxiety. Table 2 illustrates which outcome domains 

are collected using PROs or using clinician-reported data.   

http://www.ichom.org/
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Table 2. Outcome domains by patient-reported or clinician-reported source included in the 

D&A Standard Set 

Type the subtitle here. If you do not need a subtitle, please delete this line. 

Outcome domain Patient-reported Clinician-reported 

Symptom Burden Yes No 
Functioning Yes No 

Disease Progression and Treatment Sustainability Yes No 
Potential Side Effects of Treatments Yes No 

Optional Variables (specific symptoms) Yes No 

Source: www.ichom.org 

 

37. By using PROMs to collect information, various types of outcomes domains can 

be measured such as physical function, symptoms, global judgments of health, 

psychological and social well-being, satisfaction with care, and health related 

quality of life (HRQOL).  It is important to analyse key concepts prior to 

recommending PROMs; the specific goals and intended use of the PROM (e.g. in 

clinical trials or routine clinical care), conceptual frameworks, endpoints and 

endpoint models, and conceptual equivalence (Acquadro et al., 2001; Pashos, et 

al., 1998; U.S. FDA, 2009). When selecting PROMs to recommend for inclusion 

in ICHOM Standard Sets, Project Teams and Working Groups consider the 

relative benefits and disadvantages of each PROM; often selecting a combination 

of tools in order to provide a balanced overview of health while maintaining 

enough detail to support clinical interventions.  ICHOM refers to the International 

Society for Quality of Life Research (ISOQOL) recommended minimum 

standards for patient-reported outcome measures used in patient-centred outcomes 

and comparative effectiveness research (Reeve et al., 2013) to aid analyses.  

Working Groups consider outcome domain coverage (e.g. symptom burden, 

functional status, health-related quality of life), psychometric properties (e.g. 

validity, reliability, sensitivity), feasibility to implement (e.g. length, translation 

availability, fees), and ability to interpret scores in a clinically meaningful way. 

 

38. The outcome domains and the rationale for the selected PROM tool for D&A are 

listed in Table 3. 

http://www.ichom.org/
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Table 3. Outcome domains covered by PROMs for D&A. 

Outcome domain Definition & rationale for selection 
Time 

point(s) 

Symptom Burden  

(symptoms of depression and general 

anxiety) 

PHQ-9 and GAD-7: 

Excellent psychometric properties 

Large amounts of translations available 

Availability of population norms 

Cross cultural validation 

Acceptance in scientific community 

 

 

Baseline 

Ongoing 

Annually 

Functioning  

(physical, social and occupational 

functioning) 

WHODAS 2.0: 

 Availability in many languages 

 General Population reference data 

Work Status and Absenteeism: 

 A primary driver of overall economic costs 
Medical Outcomes Study – Social Support Survey 

 To capture social support 

 

 

Baseline 

Annually 

Disease Progression and treatment 

sustainability  

(time to recovery, overall success of 

treatment, recurrence of depression) 

Reliable Change Index: 

 Helps determine whether changes in instrument score 

are clinically meaningful 

Single Item additions: 

 Patients’ self-report of depressive episodes during the 

past year 

 

 

Ongoing 

Annually 

Treatment Side Effects Developed our own single item assessment: 

 To improve clinician awareness of side effects and 

project which side effects patients are most likely to 

experience 

Baseline 

Ongoing 

Annually 

Optional variables for patients  SPIN for symptoms of Social Phobia 

 MIA for symptoms of AgoraphobiaI 

 ESR for symptoms of PTS 

 DPDSS-SR for symptoms of PDSS-SR 

 OCI-R for symptoms of OCD 

 

 

Baseline 

Source: www.ICHOM.org 

 

39. In summary, the D&A Working Group recommended PROM tools deemed most 

appropriate for the population and intended outcome use, and clinician-reported 

tools or questions to cover all key outcome domains determined to be most 

important to patients. 

Patient involvement in the D&A Standard Set 

40. Nelson et al. (2016) describe an unmet potential for use of patient experiences and 

outcomes data to be collected successfully across health systems worldwide. 

Reuben and Tenetti (2012) suggest that many condition registries have limited 

patient involvement in their design, oversight, or operations. A recent BMJ 

review of studies describing the development of 193 different PROMs found that 

only 21 (10.9%) had patient involvement when deciding which outcomes should 

be measured (Coulter, 2017). Patient engagement in research is now formally 

required for funding from several programmes in the US (e.g. Patient-Centred 

Outcomes Research Institute [PCORI]) and is encouraged in Canada (e.g. 

http://www.ichom.org/
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Canadian Institutes of Health Research and the new Canadian Strategy for 

Patient-Oriented Research) and the UK (e.g. INVOLVE and the National Institute 

for Health Research) (Haywood et al., 2015).  

 

41. Regarding the development of the PROMs recommended within the D&A 

Standard Set, patients were involved in contributing to the development of the 

PHQ-9 (Spitzer et al., 1999), GAD-7 (Spitzer et al., 2006) and WHODAS 2.0 

(Ustun et al., 2010) questionnaires. However, development of the MOS-SSS did 

not directly involve patients (Holden et al., 2015). 

 

42. However, to ensure the outcomes that matter to patients was central to the develop 

of the D&A Standard Set, the D&A Working Group was made up of 24 condition 

experts from 12 countries, including 2 patients with depression or anxiety from 

Canada and the United Kingdom.  These patients not only contributed towards the 

development of the Set but also voted for outcomes to be included. Following the 

development of the first ten ICHOM Standard Sets (which includes the D&A 

Standard Set), the rigour of ICHOM’s methodology improved, with more 

involvement of diverse patient groups throughout the Standard Set development 

process. All Standard Sets developed after 2015 continued to include patient 

representatives on the Working Group, but also incorporate focused patient 

advisory groups comprised of 6 to 10 patients. These help guide the Working 

Group early on by identifying domains which are the most important from the 

patient perspective. Additionally, patient validation surveys are distributed 

globally towards the end of the development process to ensure final 

recommendations are still aligned with the values of diverse patient populations. 

All Working Group members, including patients take part in the discussions 

through the process as well as voting to include or exclude outcomes and 

measurement tools. Steering Committees oversee ongoing revisions to the 

Standard Sets and continue to feature patient representatives, ensuring all 

developed Sets receive sustained patient input. 

Current use of the outcomes in the D&A Standard Set  

43. The work of the D&A Standard Set Working Group represents the first 

internationally-developed core set of outcomes that matter to patients, allowing 

for comparison of outcomes in clinical practice across providers, regions, and 

countries. ICHOM supports institutions, hospitals, and organisations in 

implementing Standard Sets of outcomes, examples of which have been described 

in further detail in case studies (Bijlsma, Berenbaum & Lafeber, 2011; Dieppe & 

Lohmander, 2005; Perruccio et al., 2012).  

Evidence of use at a system or national level 

44. There are a number of reasons why the empirical assessment of mental health 

domains is less common compared to the assessment of biomedical markers for 

other conditions. Several methodological issues have been discussed, including 

insufficient measurement precision, limited measurement range, high respondent 

burden, inadequate physician reports, and the impracticality of using paper-and-

pencil assessments within daily clinical routine (Rose et al., 2009). Another 

important issue is that for many of the most relevant mental health domains there 

are several competing tools, and even if the same constructs are measured, results 



18 │ DELSA/HEA/HCQ(2017)7 
 

MENTAL HEALTH 

For Official Use 

from different instruments are difficult to compare (Wahl et al., 2014). Like in 

many other fields, lack of standardization seriously hinders communication 

among patients, practitioners, and scientists. 

 

45. To date, one of the most comprehensive effort to initiate standardized outcome 

assessments for the treatment of mental health disorders has come from the 

United Kingdom (‘‘Improving Access to Psychological Therapies’’ [IAPT]). This 

national program involved routine collection of patient-reported outcomes, 

coupled to a new program of expanding access to psychotherapists (Gyani et al., 

2013). The success of the program (63.7% pf patients who completed the IAPT 

program achieved reliable improvement or recovery) was celebrated, and has 

supported the case for its funding and led to similar initiatives in other health 

systems (Boswell et al. 2015, Kramer et al. 2001).  

 

46. A similar effort is the WeMind Mental Health Clinic which is a mental health 

provider based in Stockholm.  It contracts with four of the five largest county 

councils in Sweden (Stockholm County Council, Gothenburg County Council, 

Southern Sweden County Council and Uppsala County Council) to receive tens of 

thousands of referrals for patients with mental health diagnoses. Since inception, 

WeMind have been using patient-centred outcomes measurement as the basis for 

guiding the selection and evaluation of interventions and monitoring of patient 

progress. The core dataset on which their outcomes measurement efforts are based 

is the ICHOM D&A Standard Set, which WeMind started implementing in early 

2016. 

 

47. In 2013, the Swedish government developed the ‘Sveus’ programme – a national 

collaboration for VBHC across multiple medical conditions. This did not, 

however, include any mental health conditions. The WeMind team subsequently 

secured support from Vinnova - a research and development government funding 

agency - to develop a parallel programme for psychiatric care, Samverkan för 

värdebaserad vård i psykiatrin (SVIPS). In 2015, WeMind brought together a core 

group of institutions - two patient charities (Balans and Nationell Samverkan för 

Psykisk Hälsa - NSPH), two university hospitals (Sahlgrenska University 

Hospital in Gothenburg and Akademiska University Hospital in Uppsala), and the 

research institute IVBAR (The Institute for Value Based Reimbursement) to 

develop SVIPS, starting with the use of standardised quality indicators – the 

ICHOM D&A Standard Set - and additional indicators for Patient Reported 

Experience Measures (PREMs). SVIPS is now being implemented in the 

organisations of the core group of institutions and 2,000+ patients have been 

included at the time of writing. This group has also developed an open-access 

template database for other institutions to use for data collection, and are in the 

process of launching a national web application that would facilitate electronic 

data collection for the common dataset at every individual site. In 2017, SVIPS 

was made available for all mental health providers in Sweden. 

Evidence of use for international comparisons  

48. The global burden of mental health disorders, specifically depression and anxiety 

is enormous. The total number of people in the world living with depression or 

anxiety is estimated to be in the region of 322 million and 264 million 

respectively (WHO Global Health Estimates, 2017). This has contributed to the 
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alarming suicide-related mortality rates that are measured and compared 

internationally today (ibid), with one person in the world committing suicide 

every 40 seconds.  As with many conditions, whilst we do have mortality data and 

can make comparisons of this worldwide, there are still significantly limited 

examples of international comparative work of additional patient-centred and 

patient-reported outcomes that matter to people with these conditions, in addition 

to mortality. 

 

49. One example is a study in Asia which examined the impact of anxiety symptoms 

on depression-related outcomes in patients with Major Depressive Disorder 

(Novick et al., 2016). This study enrolled patients across six East Asian countries 

and regions, measuring outcomes at baseline visits and 3 months post-treatment. 

Although different tools to the those proposed in ICHOM’s standard set were 

used (17-item Hamilton Depression Scale [HAMD-17], and EuroQOL 

Questionnaire-5 Dimensions [EQ-5D]) to assess and compare outcomes, 

conceptually, this is one of very few example of how efforts could be aligned at 

an international level. 

 

50. The lack of standardisation and efforts to achieve meaningful, global utilisation of 

PROMs in the field of mental health further demonstrates the need and potential 

impact of an ICHOM and OECD collaborative effort in this area. 

For countries which have embedded D&A outcomes within their systems, what 

hurdles have been identified? 

51. As detailed earlier, factors such as; insufficient measurement precision, limited 

measurement range, high respondent burden, inadequate physician reports, and 

the impracticality of using paper-and-pencil assessments within daily clinical 

routine (Rose et al., 2009), are all hurdles to the successful implantation of 

outcome capture programs. The lack of standardisation between tools often trying 

to measure the same outcomes also hinder these efforts.  

 

52. Several authors have described barriers to implementation of PROMs. (Lipscomb, 

Gotay & Snyder, 2007; Wolpert, 2014). These challenges are of two main types: 

whether the data provide an accurate picture of performance across different 

treatments or providers; and whether the data can be presented in a useable form 

so that the potential benefits of PROMs are realised and sustained (Williams et 

al., 2016). 

 

53. Nelson et al. (2016), contend that today’s registries have brought us toward 

improving healthcare and that tomorrow’s registries (patient-centred learning 

systems registries) unite patients, clinicians, and researchers to strive for 

optimising health, coproducing high value services, and bring new knowledge 

that can be rapidly deployed to benefit individual patients and the public. Nelson 

identifies seven challenges for patient-centred learning systems:  

 motivating participation  

 organising, governing, and sharing power and influence 

 finding ways to collect, display, and use “dashboards” into clinical workflows 

without adding extra work 
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 empowering patients to make decisions and self-manage 

 efficiently collecting valid patient-reported and clinical data in busy practices 

across different electronic platforms 

 using data for learning, transparent reporting, and quality improvement 

 spreading and sustaining the system 

54. New methods are emerging to address challenges in collecting consistent and 

complete longitudinal data in D&A.   

 

55. This is problematic because continuous long-term measurement and follow up of 

patients is critical for tracking progress beyond the core intervention period. At 

WeMind in Sweden, compliance with post-intervention PROMs completion was 

72% before collecting the full ICHOM Standard Set. When redesigning patient 

pathways, the WeMind team shortened the initial follow-up data point from 6-12 

months to 3-6 months, with additional text messaging prompts when previously, 

prompts were only provided by email. Compliance with PROM completion 

subsequently increased to over 90%. 

Use of the outcomes in the ICHOM D&A Standard Sets in different linguistic and 

cultural settings 

56. Recognising the intention for international comparability of outcomes, one of the 

key criteria Working Groups consider when selecting PROMs is whether the tools 

have been validated in diverse patient populations, and are available in multiple 

languages. Recommended tools therefore typically have well established histories 

of validation across diverse settings and references are listed in Appendix A. 

Appendix B provides an overview of available translations for each PROM 

included in the D&A Standard Set. 
 

57. The D&A Working Group recognised the international variance in PROMs tools 

used for assessment of D&A, and because of this variation, the following were 

recommended:  

 Symptom Burden: The PHQ-9 (measuring depressive symptoms in depressive 

disorders) and its subset GAD-7 (measuring anxiety symptoms in patients with 

anxiety spectrum disorders) have both been validated for use in patients with 

D&A (Spitzer et al., 1999). These scales were selected due to their excellent 

psychometric properties, the large amount of translations available, the 

availability of population norms, cross-cultural validation for a large number of 

languages (44 for PHQ-9, 40 for GAD-7) and their acceptance in the scientific 

community. This in theory, will enable future efforts at international 

benchmarking.  

 Functioning: The WHODAS 2.0 is short and thus feasible to implement in 

routine care, and has been translated into 9 different languages.  

 Disease Progression and Treatment sustainability: ICHOM have developed single 

item PROM’s that can be readily translated and used in different settings.  

 Potential Side effects of treatment: ICHOM have developed single item PROM’s 

that can be readily translated and used in different settings.  
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 Optional variables for patients with specific symptoms: All tools (SPIN, MIA, 

IES-R, PDSS-SR and OCI-R) have been validated for use in at least English and 

Spanish. 

58. When a PROM is translated into a different language to that it was developed in, 

it is recommended to validate the translation. There are many professional 

services which can both translate and validate new translations. To ensure validity 

of translation, the following processes are conducted: 

 Step 1: Translation of the original instrument into the target language (forward 

translation) 

 Step 2: Translation back into the original language (backward translation) 

 Step 3: Review of the new version with the developer(s) of the original 

instrument to ensure intended purpose and construct of the measurements are 

preserved within the new version 

 Step 4: Test new version with patients living in the target region 

 Step 5: Conduct cognitive interviews with patients to ensure the questions’ 

meaning was read as intended.  

 Step 6: Review of proposed new version by a panel of experts and finalisation of 

the translation. (Acquadro, Bayles & Juniper, 2014) 

59. In conducting linguistic translations, it is imperative that the authors of the PROM 

instrument are consulted and permission sought as appropriate. The translation 

process can be expensive and the originating author of the PROM is typically the 

owner of the intellectual property. Please refer to Appendix B for the list of tools 

with validated linguistic translations in the D&A Standard Set.  

 Conclusion  

60. ICHOM aims to internationally standardise outcomes measurement through the 

development of Standard Sets for different conditions and sub-populations.  

ICHOM works with many organisations who are adopting more and more 

PROMs and ICHOM Standard Sets, and facing some of the limitations and 

challenges of measuring the same outcome in different ways across conditions, 

which limits communication and ease of implementation.  ICHOM are therefore 

developing a core set of outcomes measures that would cut across conditions and 

form the basis of all adult health Standard Sets. This harmonization of outcomes 

measures will support the scaling of implementation and data analysis across 

multiple Standard Sets and condition areas.  ICHOM also see how PROMs for 

use in routine care are improving and exciting measurement models are being 

developed.  ICHOM’s Standard Sets will adapt and evolve as the field of 

measurement develops and over 2017-2019 ICHOM is leading the development 

of seven new Standard Setting the field of mental health aligned with this 

harmonised structure.   

 

61. ICHOM Standard Sets to date mostly recommend the measurement of PROs 

through ‘legacy’ instruments.  These are instruments which are internationally 

recognised, validated, and widely translated, however can have sub-par 

psychometric properties compared to more modern outcome measurement 
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techniques and tools.  These legacy instruments are also not developed within a 

comprehensive framework with consistent measurement properties across 

domains.  ICHOM intends to develop a ‘overall adult health’ Standard Set which 

will look to recommend domain-based measures constructed using item response 

theory (IRT) (an example of this include the Patient Reported Outcomes 

Measurement System [PROMIS]) for capturing outcomes which matter most to 

this population, for example, physical function. These measures are a much more 

efficient and precise way of capturing outcomes, with fewer questions per 

participant (Hanmer et al 2015).  There is also increasing evidence for their use 

making comparisons across different clinical populations (Ameringer et al 2016, 

Katz et al 2016, Lee et al 2016) as well as clinical trials (Shalhoub et al 2016, 

Katzan et al 2016).   ICHOM will then map the common domains between the 

‘Overall Adult health’ Standard Set with existing ICHOM Standard Sets and 

develop interoperability guidance in these areas of common domains, building on 

existing or to-be-developed linkages.  

 

62. For ICHOM to achieve its ultimate aim of value-based health care, many 

methodological questions remain to be answered for both Standard Sets that have 

been developed already, and for those which will be developed in the future.  In 

addition to harmonizing domain-level measures between legacy and modern 

instruments, these include; factors influencing the successful implementation of 

PROMs in clinical practice; evidence to support the linkage of PROM scores to 

clinical decision making; cross-walking between PROM scores, and the 

development of appropriate risk-adjustment methodologies for PROMs in public 

reporting applications; international translations; and international calibrations of 

ICHOM-recommended tools.  

 

63. Moving forward, ICHOM see a shift towards more domain-based measurement so 

that a health system treating a patient with multiple conditions can use similar 

measures over time to assess core health domains like physical functioning or 

depression. This is still in an early stage in the field, but ICHOM is actively 

working with organisations including PROMIS, ISOQOL and the OECD to 

make streamlined measurement across conditions and care settings a reality. 

ICHOM also proposes to use its many relationships with other institutions further 

ahead on this path to study and inform implementation across other institutions.   
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Appendix A:  

Publications addressing the validation of various PROMs 

instruments that measure quality of life in patients with 

depression and/or anxiety 

Allgaier, A. K., Pietsch, K., Fruhe, B., Sigl-Glockner, J., & Schulte-Korne, G. (2012). 

Screening for depression in adolescents: Validity of the patient health questionnaire in 

pediatric care. Depress Anxiety, 29(10), 906–913. doi:10.1002/da.21971. 

Chwastiak, L. A., & Von Korff, M. (2003). Disability in depression and back pain: 

Evaluation of the World Health Organization Disability Assessment Schedule (WHO 

DAS II) in a primary care setting. Journal of clinical epidemiology., 56(6), 507–514. 

Gelaye, B., Williams, M. A., Lemma, S., Deyessa, N., Bahretibeb, Y., Shibre, T., et al. 

(2013). Validity of the Patient Health Questionnaire-9 for depression screening and 

diagnosis in East Africa. Psychiatry Research, 210(2), 653–661. doi:10.1016/j. 

psychres.2013.07.015. 

Guan, N. C., Sulaiman, A. R., Seng, L. H., Ann, A. Y., Wahab, S., & Pillai, S. K. (2013). 

Factorial validity and reliability of the Tamil version of multidimensional scale of 

perceived social support among a group of participants in university Malaya medical 

centre, Malaysia. Indian Journal of Psychological Medicine, 35(4), 385–388. 

doi:10.4103/0253-7176.122234. 

Holden, L., Lee, C., Hockey, R., Ware, R. S., & Dobson, A. J. (2014). Validation of the 

MOS Social Support Survey 6-item (MOS-SSS-6) measure with two large population-

based samples of Australian women. Quality of Life Research, 23(10), 2849–2853. 

doi:10.1007/s11136-014-0741-5. 

Kroenke, K., Spitzer, R. L., & Williams, J. B. (2001). The PHQ- 9: Validity of a brief 

depression severity measure. Journal of general internal medicine., 16(9), 606–613. 

Spitzer, R. L., Kroenke, K., & Williams, J. B. (1999). Validation and utility of a self-

report version of PRIME-MD: The PHQ primary care study. Primary Care Evaluation of 

Mental Disorders. Patient Health Questionnaire. JAMA, 282(18), 1737–1744. 

Zhong, Q., Gelaye, B., Fann, J. R., Sanchez, S. E., & Williams, M. A. (2014). Cross-

cultural validity of the Spanish version of PHQ-9 among pregnant Peruvian women: A 

Rasch item response theory analysis. Journal of Affective Disorders, 158, 148–153. 

doi:10.1016/j.jad.2014.02.012. 
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Appendix B:  

Translations available for tools within ICHOM D&A 

Standard Set 

 
Tool Translations 

PHQ-9 Afrikaans, Arabic, Assamese, Bengali, Bulgarian, Cebuano, Croatian, Czech, Danish, Dutch, English, Filipino, 

Finnish, French, German, Greek, Gujarati, Haitian Creole, Hebrew, Hindi, Hungarian, Indonesian, Italian, 

Japanese, Kannada, Korean, Lithuanian, Malay, Malayalam, Chinese Mandarin, Marathi, Norwegian, Oriya, 

Polish, Portuguese, Punjabi, Romanian, Russian, Serbian, Slovakian, Spanish, Swahili, Swedish, Tamil, 

Telugu, Thai, Turkish, Ukrainian 

GAD-7 English, Afrikaans, Arabic, Bulgarian, Cebuano, Chinese Mandarin, Croatian, Czech, Danish, Dutch, English, 

French, Filipino, Finnish, German, Greek Gujarati, Hebrew, Hindi, Hungarian, Indonesian, Italian, Kannada, 

Korean, Lithuanian, Malay, Malayalam, Marathi, Norwegian, Polish, Portuguese, Punjabi, Romanian, Russian, 

Slovakian, Spanish, Swedish, Tamil, Telugu, Thai, Turkish, Ukrainian, Urdu 

SPIN English, Spanish, Portuguese, Mandarin Chinese, Italian, Finnish 
MI Dutch, French, German, Hebrew, Japanese, Portuguese, Spanish, Swedish, Italian, Russian, Greek, English 

IES-R English, Chinese Mandarin, Japanese, Korean, Spanish, French, German 
PDSS-SR Spanish, Portuguese, Italian, Hungarian, Finnish, Serbo-Croatian, Japanese, Korean, Turkish, English 

OCI-R English, German, Spanish, Icelandic, Turkish, Brazilian Portuguese, Chinese Mandarin 
WHODAS 

2.0 

Bangala, Mandarin Chinese, Danish, English, French, German, Serbian, Spanish 

MOS-SSS English, Greek, Chinese Mandarin, Spanish, French, Malay, Italian 
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NHS Benchmarking and IIMHL International Mental Health 

Comparisons - Summary Paper for OECD November 2017’ 










































































































