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INTRODUCTION


Official Diagnostic Criteria for Prolonged Grief Disorder Are Coming

In 2022, when the 11th version of the World Health Organization's International Classification of Diseases manual (ICD-11) goes into effect, it will for the first time include diagnostic criteria for Prolonged Grief Disorder (ICD-11 PGD; WHO, 2019). ICD-11 PGD refers to a debilitating grief reaction following bereavement that occurred at least 6 months earlier. It is defined as an intense, persistent, and impairing grief response, characterized by longing for and/or preoccupation with the deceased and intense emotional distress that can include sadness, guilt, anger, denial, blame, difficulty accepting the death, feeling one has lost a part of one's self, an inability to experience positive mood, emotional numbness, or difficulty in engaging with social or other activities. In addition, this response must clearly exceed the grief response expected given the person's cultural and religious context (WHO, 2019). The implementation of ICD-11 PGD will provide health professionals worldwide with a diagnosis to facilitate identification and treatment of patients with PGD. As a condition, ICD-11 PGD will likely receive increased attention in research, clinical, and teaching settings alike. The introduction of the ICD-11 diagnosis for PGD should be considered in light of the conceptualization of disordered grief within DSM 5 (American Psychiatric Association, 2013). The two diagnostic formulations have been found to have significant semantic and empirical overlap when both applied with a set number of symptoms to fulfill (Maciejewski et al., 2016; O'Connor et al., 2019). However, unlike ICD-11, the DSM-5 deemed that there was insufficient data to justify introducing a grief-related diagnosis and instead included Persistent Complex Bereavement Disorder (PCBD; Bryant, 2014) in section Discussion, as a condition for further study; the goal being that additional epidemiological and longitudinal studies may inform a formal diagnosis in future iterations of DSM. Scales have been developed to measure PCBD (Lee, 2015, 2018; Boelen et al., 2018a,b) and an adaption of PCBD (including changing the name to Prolonged Grief Disorder) based on contemporary data has very recently been proposed (see American Psychiatric Association, 2020; Boelen and Lenferink, 2020). However, to date, ICD-11 PGD is still the only official diagnosis for PGD, and it is used in most European Health Services, which is why the ICD-11 PGD will be the focus of the present review.



The State of Current Instruments Measuring Prolonged Grief Disorder

Complicated, problematic, and persistent grief responses have long been of interest to clinicians and researchers (see Killikelly and Maercker, 2018 for a brief review). Over the past two decades, a number of research groups have worked to describe and identify patients who struggle with prolonged and complicated grief responses (e.g., Prigerson et al., 2009; Shear et al., 2011). The work to develop valid scales and clinical interviews for disordered grief, however, is hampered by a lack of consensus regarding the diagnostic criteria (Lenferink et al., 2019). One of the first instruments to measure prolonged grief was the Inventory of Complicated Grief (ICG) developed in 1995 by Prigerson and colleagues to capture putative markers of what was then called Complicated Grief (Prigerson et al., 1995). The ICG has since been revised several times [Inventory of Traumatic Grief (ITG; Prigerson and Jacobs, 2001); Inventory of Complicated Grief Revised (ICG-R; He et al., 2013)], finally evolving into the PG-13 (Prigerson et al., 2009). The PG-13 is a short, easily administered self-report scale that captures most of the core characteristics, including yearning for the deceased and associated symptoms as defined in ICD-11 PGD (Prigerson et al., 2009). The ICG and its successors, particularly ICG-R and PG-13, are the instruments used in most frequently by studies supporting both ICD-11 PGD and PCBD criteria, and are the scales that most closely resembles ICD-11 PGD. Although studies have found these measures of prolonged grief to have sound psychometric properties, including internal consistency, test-retest reliability, and construct, concurrent, convergent and criterion validity (Prigerson et al., 1995; Lichtenthal et al., 2011; Carmassi et al., 2014; Papa et al., 2014; Boelen and Smid, 2017; Boelen et al., 2018a; Pohlkamp et al., 2018), none correspond directly to the ICD-11 PGD definition.

It is worth noting that a 31 item structured clinical interview for persistent grief reactions has been proposed based on the DSM-5's definition of PCBD (Bui et al., 2015). The goal of this instrument was to promote data collection on grief symptoms to inform future diagnostic criteria. However, it does not offer an assessment corresponding to the current ICD-11 PGD definition. Further, the interview was developed with treatment-seeking patients with persistent grief reactions, and thus at this stage does not provide information that discriminates between patients with and without prolonged grief (Bui et al., 2015).




ASSESSMENT OF DIAGNOSTIC TEST ACCURACY IS LACKING FOR CURRENT SCALES FOR PROLONGED GRIEF

While current self-report scales as described above may be reliable and valid in terms of capturing grief symptoms associated with functional impairment (Prigerson et al., 1995), cut off scores to distinguish between people who meet the proposed PGD ICD-11 criteria and people who do not, have apparently not been adequately validated. That is, diagnostic test accuracy (DTA; Campbell et al., 2015) may yet need to be established for these scales. DTA is typically assessed in terms of sensitivity (i.e., the ability of a test to detect true positive cases as defined by a reference standard, here the clinical evaluation), specificity (i.e., the ability of a test to detect those who do not have a specific condition; Trevethan, 2017), and ROC curve analysis (see Leeflang, 2014; Campbell et al., 2015). A PGD scale with established DTA would enable estimation of the prevalence of PGD, tracking of the course of the condition, and identification of risk factors for developing PGD across time, studies, and populations. A questionnaire with sound DTA could also serve as a valid screening tool for PGD. In combination with a structured clinical interview, a self-report assessment tool for ICD-11 PGD with valid DTA would facilitate clinical decision-making, including ruling out the presence of a disorder when relevant, and tracking treatment progress.

We were interested in determining the established DTA of self-report measures of prolonged grief, and therefore we conducted a systematic review of the literature. Our questionnaires of interest were the ICG and its successors, the ITG (Prigerson and Jacobs, 2001), ICG-R (He et al., 2013), and the PG 13 (Prigerson et al., 2009). As described above, these measures represent the most psychometrically sound and commonly used measures of PGD in the literature. The reference standard used in our approach was the presence of a diagnosis of PGD or significant clinical impairment related to bereavement as determined by a clinical diagnostic evaluation performed by clinicians. The review was set up in accordance with the PRISMA-DAT Statement (McInnes et al., 2018). We used the following databases: PubMed, Embase, CINAHL, PsychINFO and Web of science, and went back to January 1995, which is the year of the first publication on the ICG (Prigerson et al., 1995). For a more detailed description of the review, see the protocol submitted to PROSPERO (CRD42019138906).

Only one eligible study comparing a self-report scale and a structured clinical interview for prolonged grief was identified in this systematic review. Boelen et al. (2003) examined the psychometric properties of the Dutch version of the ITG (Prigerson and Jacobs, 2001), with groups of treatment-seeking adults who had experienced the loss of a first-degree-relative. To establish caseness of prolonged grief, participants were interviewed using the Traumatic Grief Evaluation of Response to Loss clinical interview (Prigerson et al., 1998). Unfortunately, however, the symptom-duration of this instrument for establishing caseness is 2 months (in accord with consensus criteria for what was then called “traumatic grief”; Prigerson et al., 1999), which is not compatible with the current duration requirement of 6 months in ICD-11 PGD. This means that the obtained questionnaire cut-off score (DTA) is not applicable today. As a result, we therefore conclude, based on our systematic review, that the field lacks studies that determine the DTA for the self-report scales currently used to measure the presence of disordered grief.


The Issue of Comorbidity

Disturbed grief is often comorbid with other psychological conditions, and most commonly with depression, anxiety, and PTSD (Jordan and Litz, 2014). Accordingly, the issue of differential diagnosis is crucial to determine if a bereaved person may have ICD-11 PGD alone, or is suffering with other possible conditions such as bereavement-related depression or PTSD. This is particularly important because research indicates that whereas symptoms of prolonged grief respond well to grief-focused psychotherapy (Johannsen et al., 2019), they do not respond optimally to psychological or pharmacological treatments that target depression (Shear et al., 2005, 2016). Some of the symptoms of prolonged grief captured by the ICD-11 PGD overlap with depression, including sadness and reduced interest in activities, and so development of standardized measures of ICD-11 PGD need to be conducted along with differential assessments to ascertain the extent to which the measures can differentiate these potentially overlapping conditions.



The Need for a Structured Clinical Interview

Although self-report scales are appealing because they can be administered easily and cheaply, self-report scales are not the gold standard for assessing a psychiatric condition. Studies indicate modest concordance between self-report scales and structured clinical interviews (Eaton et al., 2000), with self-report scales typically elevating the incidence of rates of a disorder (e.g., Bui et al., 2015). For this reason, advancing the study of disturbed and prolonged grief requires the development of structured clinical interviews that correspond with the ICD-11 PGD criteria. As noted, a structured clinical interview based on PCBD has been proposed (Bui et al., 2015). However, symptoms do not correspond directly with ICD-11 PGD criteria, and the measure awaits validation with a representative sample of bereaved individuals. A structured clinical interview based on ICD-11 PGD criteria is necessary to standardize the assessment of prevalence rates of PGD with accuracy, and self-report scales alone cannot provide this.




DISCUSSION

ICD-11 PGD is a complex condition. Until now, there have been numerous definitions of disturbed grief, encompassing ICD-11, DSM-5, and other proposals (Boelen and Lenferink, 2020), which has caused confusion for the field (Lenferink et al., 2019). The introduction of the ICD-11 PGD is welcome because it, for the first time, introduces a formal definition by which disturbed grief can be described and studied. However, the advancement of our knowledge of this disorder requires standardized assessment tools that correspond to these criteria. As mentioned above, existing scales have sound psychometric properties and an ability to capture grief reactions with functional impairment (Prigerson et al., 1995; Lichtenthal et al., 2011; Carmassi et al., 2014; Papa et al., 2014; Boelen and Smid, 2017; Boelen et al., 2018a; Pohlkamp et al., 2018), but these scales do not precisely capture ICD-11 PGD and lack evaluation of diagnostic test accuracy. There is a need for both valid structured clinical interviews for ICD-11 PGD and valid self-report scales for ICD-11 PGD with adequate diagnostic test accuracy and a valid clinical cut off. There is much to learn from earlier work on PGD scales. PGD is a young psychiatric disorder, and further revisions of symptoms and duration criteria may come for both DSM and ICD PGD. Therefore, a new scale should include items corresponding closely to ICD-11 PGD and future developments could usefully have structured scales to also index symptoms specified by DSM to allow careful and standardized comparisons of the two definitions of PGD (cf. Lenferink et al., 2019). Earlier scales (e.g., PG-13) have used multiple response formats including frequency and severity based formats. The development of a new scale would benefit from close collaboration with clinical staff working with PGD, to ensure optimal and clinically meaningful item formulations and response formats. The scale should also be tested and revised accordingly in population-based bereaved samples to ensure its representativeness for general bereavement reactions. Finally, a structured clinical interview for ICD-11 PGD must similarly be developed and validated in clinical and non-clinical samples in close collaboration with clinicians. This interview is necessary to ensure diagnostic test accuracy and to define a valid clinical cut off on the self-report scale for use in research and the clinic. Although ICD-11 will not be formally launched until 2022, this work should be commenced now. Development and use of standardized assessment tools will allow for meaningful comparisons across studies in terms of prevalence, course, and treatment outcomes for individuals with ICD-11 PGD. This will both advance our understanding of how to best conceptualize disturbed grief and foster collaborations in our effort to reduce the significant suffering associated with the condition.
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