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€Y REVIEW

On the Classification and Reporting of Prolonged

Grief: Assessment and Research Guidelines
Margaret S. Stroebe, PhD, Henk A. W. Schut, PhD, and Maarten C. Eisma, PhD

Learning Objectives: After participating in this CME activity, the psychiatrist should be better able to:

® Explain the steps required for diagnosis of mental disorders in diagnostic handbooks.

e [dentify current procedures for classifying and reporting prolonged grief disorder.

Abstract: Prolonged grief disorder (PGD) was added to the 11th edition of the International Classification of Diseases in
2018 and to the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders in its 2022 text revision. Thus,
reporting and classifying PGD according to established guidelines has become fundamental for scientific research and clin-
ical practice. Yet, PGD assessment instruments and criteria are still being developed and debated. The purpose of this article
is to examine the adequacy of current procedures for classifying and reporting PGD in research and to suggest guidelines for
future investigation and dissemination of knowledge. We outline the standard steps required for diagnosis and assessment of
a mental disorder (notably, the administration of clinical interviews). In order to illustrate reporting about the presence/
prevalence of PGD in recent scientific articles, we conducted a search of Scopus that identified 22 relevant articles pub-
lished between 2019 and 2023. Our review of the literature shows that standard classification procedures are not (yet)
followed. Prevalences of PGD are based on self-reported symptomatology, with rates derived from percentages of bereaved
persons reaching a certain cutoff score on a questionnaire, without clinical interviewing. This likely results in systematic
overestimation of prevalences. Nevertheless, the actual establishment of PGD prevalence was often stated in titles, abstracts,
and results sections of articles. Further, the need for structured clinical interviews for diagnostic classification was frequently
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mentioned only among limitations in discussion sections—but was not highlighted. We conclude by providing guidelines

for researching and reporting self-reported prolonged grief symptoms and the presence/prevalence of PGD.

Keywords: bereavement, Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition, Text Revision, International
Classification of Diseases, 11th Revision, prevalence, prolonged grief disorder

INTRODUCTION

The term prolonged grief, adopted in the more recent scien-
tific literature and in diagnostic manuals to describe disturbed
grief, has largely replaced the earlier, much-used term compli-
cated grief, which encompassed chronic, inhibited, delayed,
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and absent grief."* Prolonged grief has been described as grief
reactions that become abnormally persistent and cause signifi-
cant impairment in daily functioning.® Prolonged grief has
been shown to be related to, but distinguishable from, symp-
toms of neighboring disorders of depression and posttrau-
matic stress disorder, to predict lower quality of life and sui-
cidal tendencies, and to be treated most effectively with
grief-specific interventions.* Accordingly, a disorder charac-
terized by such grief reactions was added to the 11th revi-
sion of the International Classification of Diseases (ICD-
11) as prolonged grief disorder (PGD).’ In 2022, a related
but distinct disorder with the same name was included in
the revised fifth edition of the Diagnostic and Statistical
Manual of Mental Disorders (DSM-5-TR).®

Classification of prolonged grief in these diagnostic systems
has meant that formal procedures to establish its presence will
become mandatory in clinical practice. Developing such proce-
dures is a multifaceted and complex process. For example,
across both conceptualizations PGD is characterized by severe
and persistent yearning and cognitive preoccupation with the
deceased, yet the number and content of additional symptoms,
diagnostic algorithms, and timing criteria differ. Consequently,
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few empirical comparisons have been published, and matters
of validity and reliability are still debated.®™""

Since the two types of PGD described in the above-mentioned
diagnostic systems also have unique features compared to past
proposed prolonged grief conceptualizations, researchers have
advocated the need for the development and use of standardized
assessment tools and valid structured clinical interviews to assess
these new constructs.>'>!3 Some new self-report screening tools
to assess PGD per ICD-11 and DSM-5-TR have been developed
and validated, such as the Traumatic Grief Inventory—Self Report
Plus (TGI-SR+) and the International Prolonged Grief Disorder
Scale (IPGDS).!*!* The application of such screening instruments
offers a cost-effective, time-efficient method to identify those
people at risk of developing grief complications, and the in-
struments are, as such, useful tools in survey research.

To the best of our knowledge, however, examinations of
scientific procedures for classification and reporting of prolonged
grief have been lacking. Of central importance are questions
about the characteristics of PGD and its prevalence—that is,
whether reports are accurate and whether the procedures on
which researchers arrive at their conclusions are correct. If not,
can guidelines be developed to improve the standard of inquiry?
Scientific information on such issues can influence care provi-
sion for bereaved persons by, for example, affecting assessment
and treatment of grief complications. It also affects such matters
as policymaking in societies more generally—for example,
through insurance coverage or provision of research funding.

The purpose of this article is to elucidate the adequacy of
procedures for classifying and reporting prolonged grief in
scientific articles and to suggest principles for future scientific
investigation and the dissemination of knowledge. Prior to doing
$0, it is important to outline the standard steps in assessment re-
quired for diagnosis of mental disorders in diagnostic handbooks.

In order to ascertain diagnostic status for a mental disorder
in the ICD and DSM systems, one needs not only to examine
whether a person’s symptom level meets established criteria
but also to employ clinical assessment; clinical judgement is needed
to reach a diagnosis. To illustrate, the DSM’s fifth edition specifies
that “Clinical training and experience are needed to use DSM for
determining a clinical diagnosis”®® 416 5) and that “Diagnostic
criteria are offered as guidelines for making diagnoses, and their
use should be informed by clinical judgment,”¢® 113)16(p 22)

In practice, establishing diagnoses would typically involve
clinical interviewing—a personal exchange between clinician
and client designed to systematically gather information.'”
Clinical interviewing would involve eliciting a combination of
social, medical, education, familial, psychological, developmen-
tal, and other information from the client and sometimes also
from informants who know the client well (e.g., parent, spouse).
Such information is often combined with comprehensive psy-
chological assessment, including self-report questionnaire mate-
rial; self-reported grief reactions are an integral part of making a
clinical diagnosis. In line with these common procedures, Maj'®
emphasized that the correct use of criteria requires considerable
clinical experience and knowledge of psychopathology, and that

16 www.harvardreviewofpsychiatry.org

these diagnostic indicators are not to be used in a “cookbook
fashion.” For example, the DSM has long specified that clinical
judgment must be exercised by professionals with “specialized
clinical training.”'® Horowitz?*®P 87-88) g rgued that the diag-
nosis of grief complications should be left to clinicians

who can observe the patients’ self-report scales, as well as
conduct salient interviews to explore and weigh reports
of subjective experience . . . The clinician is in the best po-
sition to compute the fuzzy logic of deciding whether a
person in the midst of emotional extremes is on a route
through the dark valley of mourning, and on a route
where an adaptive grief process is sufficiently derailed
and complicated to call for diagnosis of a disorder.

Thus, criteria of mental disorders alone do not provide suffi-
cient basis for formal diagnostic categorization; much less do
self-reported symptoms on a scale. It should be noted that nei-
ther the ICD nor the DSM is a diagnostic instrument; they are
“simply” classification systems, providing lists of key symptoms
for any particular disorder, with ICD (explicitly stating Classifi-
cation) clearer about this than DSM (a Diagnostic system). It
follows that diagnosis of disorder cannot be made on the basis
either of reaching a cutoff point on a self-report measure or scor-
ing high on particular items designed to screen for symptoms ac-
cording to DSM/ICD: clinical interviews and judgment are im-
perative and serve to provide additional information to that pro-
vided in a questionnaire for developing a fuller understanding of
the bereaved person’s experience. For example, DSM-5-TR
notes that among associated features of PGD the clinician may
need to consider are maladaptive cognitions, somatic com-
plaints, and harmful health behaviors.®® 324

With the above in mind, we aimed to conduct a review to
summarize reports about the presence/prevalence of PGD in recent
scientific articles and describe the bases on which researchers have
drawn their conclusions. We examine whether researchers follow
the recommended steps outlined in the DSM and ICD diagnostic
manuals for establishing a diagnosis. When they have not done
s0, we examine whether they have included cautionary remarks
about interpreting provisional classification and any given preva-
lences based on self-report scales in relevant sections of selected
studies. Based on the results from our review, we highlight poten-
tial risks of current trends in scientific reporting on PGD presence
and prevalence. We also provide suggestions for future investiga-
tion and guidelines for researching and reporting on this topic.

METHODS

Search Strategy, Inclusion Criteria, and Study Selection

We searched Scopus on 14 March 2023 using the following
terms: prolonged grief OR complicated grief OR persistent
complex bereavement disorder OR PGD OR PCBD in the ti-
tle, abstract, or keywords, AND prevalence in the title of the
article. We searched only one database because we sought to
draw a representative sample of the literature to examine
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current reporting trends, rather than providing a comprehensive
review on the topic. We chose Scopus because it is a respected,
comprehensive scientific database and includes more keywords
for selected articles, allowing for easier identification of relevant
studies (see https:/faseb.onlinelibrary.wiley.com/doi/10.1096/f.
07-9492LSF). We limited our search to the years 2019-23 be-
cause we were interested in reporting on grief disorder presence/
prevalence since the introduction of PGD in diagnostic hand-
books. We chose to include studies that (1) were peer-reviewed
English-language articles, thereby ensuring the comprehensibility
and quality of included work, and (2) reported on reviews or em-
pirical research on the prevalence of grief disorders. We initially
identified 32 articles. Of those articles, 8 were excluded because
they were not focused specifically on prevalence of grief disorders,
1 was excluded because it was a letter to the editor, and 1 because
the article could not be retrieved, leaving 22 articles for data ex-
traction. See Table 1.21=*

Data Extraction

The first and second authors (MSS and HAWS) extracted the
following data: authors and publication year, article title,
instruments/procedure on the basis which prevalence or presence
of prolonged grief was established, and qualifying remarks on
prevalence or (provisional) diagnoses in the title, abstract, methods,
results, and discussion sections. Specifically for (a) the title and ab-
stract and (b) the discussion, we coded whether authors were trans-
parent (how clear they were about the prevalence being only sug-
gestive, not diagnostic) in their reporting of the extent to which
they could make statements about prevalences and diagnoses of
prolonged grief (answer options: Yes, No). An affirmative coding
was made if authors stated explicitly that the prevalence was only
an estimate based on self-report questionnaire data. A negative
coding was assigned if assumptions of diagnostic status were made
from self-reported questionnaire data. This information is listed for
each article in the qualifying remarks in Table 1, column 4.

RESULTS

Study Characteristics, Assessment Instruments, and Reports
About the Presence/Prevalence of Prolonged Grief

Sixteen included articles were empirical studies and six were re-
views. Twenty-one included articles either reported on empirical
research using self-report scales (including versions of the Inven-
tory of Complicated Grief [ICG],**** Prolonged Grief 13 Scale
[PG-13],%* and Traumatic Grief Inventory-Self Report [TGI-
SR])**” or reviewed information primarily obtained from these
scales. One study derived five items from a previously developed
interview to approximate PGD ICD-11 criteria, but was not specif-
ically designed to assess this criteria set; as such, the process could
not be considered a formal clinical interview.*” No articles used rec-
ommended clinical procedures—namely, clinical interviews—to es-
tablish diagnoses. Twenty-one articles reported prevalences. As
shown in Table 1 (column 4), estimated prevalences varied
widely. This diversity related, for example, to the duration of
bereavement, to the particular sample of bereaved participants,

Harvard Review of Psychiatry

or to the measure or cutoff point used (see also Kokou-Kpolou et
al. [20201*° and Lundorff et al. [2021]*"). One study derived prev-
alence estimates by PG symptom levels rather than by provi-
sionally classifying people as having or not having a disorder.”

Cautionary Statements About the Prevalence of Prolonged
Grief Based on Self-Report Scales
Table 1 (column 4) gives detailed information about the extent to
which each article includes cautionary statements regarding the
prevalence of prolonged grief based on only the self-report infor-
mation. For clarity (see also Table 1, footnote a): (1) We use the
term firm in these descriptions when survey self-report data have
been considered to determine diagnostic prevalences. (2) By
contrast, cautious refers to statements indicating that survey
self-reports indicate an estirmation, potentially suggestive of diag-
nosis but not based on the necessary clinical interview procedures.
As summarized in Table 1, only eight of the listed articles
(37%) explicitly highlighted—Dboth in their titles/abstracts
and discussion sections—the approximate, limited nature of
self-report ratings in determining PGD prevalences and the
need for formal clinical assessment as integral to establishing
diagnoses. Seven of the listed articles (32 %) contained cautionary
statements on this issue only in the limitation section of the discus-
sion, and seven (32%) did not contain any cautionary statements.
As the details included in Table 1, column 4, indicate, for
the 135 articles that did include some form of cautionary statement,
the extent to which they did so varied considerably, even among
those classified as expressing caution in both the title/abstract
and discussion. As shown in descriptive details in Table 1, some au-
thors make this limitation very evident in both sections. For exam-
ple, two articles explicitly mention the lack of formal clinical assess-
ments as a limitation precluding firm conclusions about classifica-
tion of PGD.*'** Others that we have counted as “cautious” are
actually less so. For example, one article was included in this
category because the use/value of symptomatic versus diagnos-
tic instruments was compared, though the need for clinical
interviewing to establish diagnoses was not detailed.>? In other
articles, while the word conditional was used to describe prev-
alences, further explanation was lacking, and the article was
thus classified as not providing qualifying statements (see,
e.g., Treml et al. [2022]*° and Thiemann et al. [2023]*3).

DISCUSSION

Since PGD was only recently added to the ICD-11 and DSM-5
systems, time is needed for the field to develop, to validate di-
agnostic criteria, and to refine procedures. This article aims
to facilitate this process by investigating a limitation of current
scientific work and suggesting guidelines for improvement.
Our review of the scientific literature has shown that, so far, re-
ports about the presence of prolonged grief among bereaved indi-
viduals and about prevalences among (sub)populations rely
heavily on self-report measures. Self-report instruments to assess
levels of symptoms—first among them the Inventory of Compli-
cated Grief (ICG)**—have been applied to indicate (in the sense
of establish) diagnostic status. These questionnaires have become

www.harvardreviewofpsychiatry.org 17
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a central feature of this general endeavor. Our review also demon-
strates that mentioning the limitations of using self-report data in
this manner and acknowledging the need to use recommended di-
agnostic approaches to establish disorder are rarely explicitly ac-
knowledged in all relevant parts of any particular article.

While outside the time interval of our literature search, the
use of questionnaire measures to determine diagnostic status,
along with the need for caution in reporting prevalences, is per-
haps best illustrated by an influential meta-analytic review by
Lundorff and colleagues*” entitled “Prevalence of Prolonged
Grief Disorder in Adult Bereavement: A Systematic Review
and Meta-analysis.” Information from the reviewed studies on
prevalences was derived from calculating percentages of be-
reaved persons reaching/exceeding cutoff points on various
self-report questionnaires. These questionnaires, which mea-
sured varying symptom sets, were used in this review to deter-
mine an overall estimated prevalence of 10% (see their Table 1).
The authors were careful to indicate absence of use of diag-
nostic criteria: they conclude “one out of ten bereaved adults
is at risk for PGD”;*® 138 they note that this proportion exhib-
ited “clinically relevant levels of PGD symptoms”;*® 14¢) and
they mention the need for applied assessment instruments to be
“combined with clinical diagnostic interviews to secure a correct
classification of PGD”*® 148) (emphasis added). Many of the in-
cluded articles in our review included a reference to this article,
using the prevalence of 10% as a “gold standard” against which
to compare the prevalence of prolonged grief in their own studies.
Typically, however, these studies do not appropriately acknowl-
edge the cautions formulated in the Lundorff review.*’

Further to the points discussed above, in our view, attention
to limitations inherent in relying solely on self-reports to screen
for or determine diagnostic status is needed. Narrow assessment
provides limited information regarding a client’s symptom pro-
file and functional impairment. Reliance on the client as the sole
source of (self-reported) information is insufficient in the context
of diagnosis and clinical decision-making. Finally, personal and
societal context need to be taken into account (e.g., the availabil-
ity of supportive resources; the bereaved person’s life circum-
stances; cultural affiliation). These factors affect not only clinical
diagnosis but also other consequential clinical decisions, such as
those with respect to psychoeducation and treatment priorities.

As researchers and clinicians are well aware, authors use ti-
tles and abstracts to highlight their aims and goals in writing
their articles, and potential readers use those same titles and ab-
stracts to understand the article’s main findings and to deter-
mine whether the article is worth reading. In most of the se-
lected articles, however, the titles and abstracts are misleading
about whether diagnostic status had actually been established:
almost two-thirds of all articles suggest that the steps described
above to diagnose prolonged grief were indeed followed, when
in fact they were not. For example, titles include phrases such as

—“the prevalence of PGD in bereaved individuals”

—“prevalence and predictors of ICD-11 PGD”
—“prevalence and associated factors of PGD”

28 www.harvardreviewofpsychiatry.org

Additionally, abstracts accompanying such titles often do
not contain relevant information to qualify the titles. Thereby,
the articles do not fully represent the nature of the scientific
basis of the authors’ investigations.

Nearly all authors proceed to give percentages of bereaved
individuals suffering from prolonged grief, either in their own
specific samples or in the context of a review, making firm
statements in their results sections about proportions of peo-
ple with grief complications.

How cautious, then, are the authors when presenting numbers
on prevalence on the basis of self-reported information? As evi-
dent in Table 1, the extent to which authors indicate the insuffi-
ciency of self-report symptom levels for assessing diagnostic status
and prevalence varies considerably. Some authors clearly ac-
knowledge this limitation, whereas others give minimal recogni-
tion that symptom levels are not equivalent to diagnostic status.
One-third of authors do not acknowledge this issue in any part
of their articles. Of those that do, some are attentive to the difference
between self-report and diagnostic assessment throughout their ar-
ticles. For example, although some titles suggest that a self-report in-
ventory is a measure of PGD, the authors report that prevalence
was based on self-report scores, acknowledging that this is only
an “indication” or “provisional”. Others note, when estimating
prevalence, that self-report scales identify “probable” cases and that
findings should be interpreted with caution. Some describe the use
of symptom levels as a proxy for diagnostic and interview assess-
ment of PGD, making clear that the results from self-reported
symptoms do not equate a diagnosis of mental disorder.

While not the primary focus of our review, one additional
problem concerns the use of the term prolonged grief disorder
for prolonged grief disorder symptoms assessed with outdated
scales (e.g., versions of the ICG). These outdated scales either
do not actually assess the most recent criteria sets or only ap-
proximate them (for discussions of diverse assessments of
PGD symptoms across instruments/diagnostic categorizations,
see Treml et al. [2020],> Eisma [2023],* and Haneveld et al.
[2022]'°). To elaborate: very few of the scales included in the
selected studies comprehensively assessed all specified symp-
toms of PGD per ICD-11 and DSM-S5-TR. For example, the
ICG and PG-13 do not completely cover current criteria sets
of PGD. The measurement techniques thus often fall short of
the mandatory procedure for establishing a PGD diagnosis in
this respect as well. Since current PGD criteria differ from past
proposed criteria sets in symptom content, count, and diagnos-
tic algorithms,*'? it cannot be assumed that their phenomeno-
logical characteristics are the same (see, e.g., American Psychiat-
ric Association [2022]° and Fisma et al. [2020]'2). This could
form an important source of bias in estimates of prevalence.

The main results of this review thus indicate that established
procedures are not adequately followed when determining the
presence and prevalence of prolonged grief and that the com-
mon practice of deriving such information from self-report
scales is rarely appropriately specified as a limitation in scientific
articles. We therefore need to ask whether, and to what extent,
this shortcoming should be considered problematic.

Volume 32 e Number 1 e January/February 2024
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How probable is a diagnosis of PGD based on self-report
questionnaire scores? Clinical interviews to assess PGD are
not yet broadly undertaken, making it difficult to provide direct
evidence for any reports on the accuracy of using self-report
data for classification of people with grief disorders. Relevant in-
formation on this question can be derived from research on
neighboring disorders, however, such as major depressive disor-
der. The ease of administration offered by self-report question-
naires has made them popular tools to screen for depression in
epidemiological research.’° Typically, cutoffs for these question-
naires are developed by comparing scores against the results of
structured clinical interviews. When developing cutoffs the pri-
mary aims are to maximize the probability that a person with
major depression is correctly classified (sensitivity) and the prob-
ability that a person without major depression is correctly classi-
fied (specificity).>! Because screening cutoffs are developed to
identify all people at risk for disorder, they typically “cast a wide
net,” with many people whose symptoms meet a cutoff score not
actually meeting criteria for the diagnosis. In other words, they
maximize sensitivity, while clinical interviews improve specificity
and thereby correct potential bias toward overselection.

In many medical settings, fewer than three of ten patients
whose symptoms screen positively for depression meet criteria for
a depressive disorder.** Similarly, meta-analyses comparing preva-
lences of depression based on self-report instruments and clinical
interviews typically find that self-report cutoffs systematically over-
estimate prevalence (for a review, see Thombs et al. [2018]°°). For
example, in a meta-analysis involving patients who underwent bar-
iatric surgery, 19% had depression in 34 studies that were based on
evaluation by screening questionnaires, but the rate was 7% to 8%
in 6 studies that used a validated diagnostic interview.>> Another
review of meta-analyses showed that self-report tools estimated
the prevalence of depressive disorders as being almost twice as high
as the estimated prevalence based on validated clinical interviews.>*

Notably, the cutoffs used in research on prolonged grief
may be even less accurate than those used in research on de-
pressive disorders. One of the most popular cutoffs for ques-
tionnaires for prolonged grief (a score >25 on the ICG) is not
based on a comparison against results from a validated clinical
interview. Recent cutoffs are based on comparisons of total scale
scores against people scoring high on items tapping into a partic-
ular PGD criteria set on the same self-report instrument (i.e. a
score of 4 or higher on a S-point Likert scale).!*** Therefore,
the use of cutoff scores for self-report instruments for prolonged
grief (compared to depression) may be even more likely to lead
to systematic overestimation of the number of true cases.

What then, are the main consequences of assuming pa-
thology from self-reported symptoms? The hope is to avoid
pathologizing/overdiagnosis of normal grief reactions but
also to enable those with disordered reactions to get the profes-
sional assistance they may need.® Again, to cite Horowitz:

The reason to have a diagnosis for complicated grief
is that there are mourning responses that do not head
for mending, and that might be helped by diagnosis,

Harvard Review of Psychiatry

formulation, and treatment covered by insurance . . .
there is perhaps danger to such a diagnosis, which is
a stigmatization of a normative crisis of the human
condition. I believe there is a greater danger to patients:
non-payment by third party managers for treatment
because the patient does not receive a listed diagnosis
that “requires” professional clinical help.2%® 87

One needs to take into account the possibility that giving a
diagnostic label may hurt some people, with the potential to
be stigmatizing,”> while others may feel relief on receiving
diagnosis.’® Taken together, such lines of reasoning point to
the complex impact of assigning bereaved people to diagnostic
status, and underline the argument that such diagnosis must be
made as accurately as possible.

An equally difficult issue concerns the interpretation of scores
above cutoff points. It is not unusual to find high proportions of
subjects with such scores; for example, in a recent review the
conclusion was that, following unnatural losses, nearly half of
the bereaved adults experienced PGD.>® One concern is that the
pooled prevalence was based on self-rated scores in voluntary re-
sponse samples. Another is whether high scores indicate “derail-
ment” of their grieving or whether, to some extent, the grieving
may be the expected and normal, if impactful, reaction to the un-
natural losses. Potentially, one comes to terms with such losses
over time, without needing, or benefiting from, intervention.
Some evidence suggests, however, that “indicated” interventions
for at-risk bereaved persons reduce symptomatology even if their
symptom levels do not strictly meet criteria for PGD (e.g.,
Johannsen et al. [2019],%” Litz et al. [2014],°® and Reitsma et al.
[2023]°®). Again, such considerations point to the importance of
expert clinical judgment for interpreting reactions in terms of clinical
significance, potential psychopathology, or impaired functioning,
According to both DSM-5-TR and ICD-11, the duration and se-
verity of distress relating to the deceased person, as well as func-
tional impairment, have to be established as clinically significant.

Guidelines and Directions for Future Research
A key goal of this article was to examine whether the scientific
literature accurately conveys what can be correctly inferred re-
garding diagnostic status from survey data: do authors make
clear that scores reaching cutoff points on questionnaires only
suggest potential clinical relevance but do not indicate diagnostic
status? The answer is no, not well enough yet. We identified recur-
rent shortcomings in the reviewed studies regarding the reporting
of prolonged grief symptoms based on self-report data.
Given these problems and the DSM/ICD guidelines discussed
above, we have developed some preliminary guidelines to help di-
rect future reporting and research. In particular, we suggest a num-
ber of fundamental guidelines, for use in both empirical and review
articles, for improving accuracy when discussing self-report,
questionnaire-based estimates of prolonged grief. See Text Box 1.
First, it needs to be stated explicitly that reaching a cutoff
point on a self-report questionnaire is not the same as establish-
ing diagnostic status. Further, the terms symptoms or grief
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Text Box 1
Reporting Self-Rated Prolonged Grief Symptoms:
Summary of Guidelines

Be aware/convey these messages
—Reaching cutoff points indicates potential grief compli-
cations, not their presence.
—Prevalence rates for PGD require clinical evaluation of
diagnostic status.
—Realize/acknowledge scores over a cutoff point may in-
dicate normal reactions to “abnormal” experience.
Be explicit
—Reaching a cutoff point on a self-report questionnaire
is not the same as establishing diagnostic status.
—Use “symptoms” or “grief severity,” not “diagnosis”
or “disorder,” when assessment is based on self-

report questionnaires.
Draw correct inferences about diagnostic status

—Reaching a cutoff score on either a questionnaire or
symptoms stated in diagnostic criteria is only sugges-
tive of diagnostic status.

—Clinical judgment, not merely cutoff scores, is needed

to establish diagnostic status.
Differentiate symptom assessment from diagnostic assessment

—Specify PG symptoms, not PG disorder, in article titles.
—Use terms such as indications, estimates, probable/possible

disorder when ?uestionnaire cutoff scores alone are reported.
Acknowledge differences in measurement

—Past measures differ from current PGD criteria.
~When applying instruments not fully screening for cur-
rent PGD criteria, report this limitation.

PG, prolonged grief; PGD, prolonged grief disorder.

severity, not diagnosis or disorder, should be used when self-report
questionnaires are the basis for assessment. Thus, correct inferences
and conclusions about diagnostic status need to be made:

—Reaching a self-report symptom cutoff point on a ques-
tionnaire is only suggestive of diagnostic status.

—Scoring high on self-report symptoms stated in diagnostic
criteria is also only suggestive of diagnostic status.

—Clinical judgment, not just self-report scores, is needed to

establish diagnostic status, as is specifically noted in both
DSM-5'6PP3-6) and DSM-5-TR.CPP 74 113)

Second, symptom assessment must be differentiated from
diagnostic assessment. For example:

—The titles of articles should specify that they address pro-
longed grief symptoms, not prolonged grief disorder.

—Words such as indications, estimates, probable/possible disor-
der should be used when assessments of potential prevalence/
classification are made from questionnaire cutoff scores.

—Differences between past measures and current PGD criteria

should be acknowledged.
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~When applying instruments that do not fully screen for cur-
rent PGD criteria (ICG, PG-13, TGI-SR), transparently re-
port this limitation.

Next, we pinpoint some lines for future research investiga-
tion. In order to assess PGD according to ICD-11° and DSM-
5-TR,® it is essential to continue efforts directed toward develop-
ing and validating clinical diagnostic interviews. Uniformity and
consensus regarding the conceptualization and measurement of
prolonged grief across diagnostic systems would clearly be ad-
vantageous. A unified construct is urgently needed to best differ-
entiate between bereaved people with and without grief compli-
cations. Questions concerning the sensitivity and specificity of
assessment instruments need to be addressed: How many bereaved
people scoring above cutoff points on questionnaires are classified
as having a disorder following formal, clinical investigation? Does
assessment solely on basis of scores above the cutoff point on
self-report measures lead to an over- or underestimation of those
diagnosed with prolonged grief following clinical interviews? The
positive and negative predictive value of assessment instruments
also needs to be established: How many reaching the cutoff
point on any particular self-report questionnaire actually have
PGD? How many not reaching the cutoff point on any particular
self-report questionnaire actually do not have the diagnosis of
PGD? Finally, researchers can usefully aim to apply instruments
matching questionnaire items with diagnostic criteria, with the con-
sequence that the measures account for all current criteria. Exam-
ples of validated screening instruments covering recent conceptual-
izations of PGD include the Traumatic Grief Inventory Self-Report
Plus'* and the International Prolonged Grief Disorder Scale.'’

Conclusions

Our review has demonstrated major limitations in the assessment
of prolonged grief. Scientific reporting of presence and prevalence
rates of PGD are largely based on numbers of bereaved persons
reaching cutoff points on self-report questionnaires. Professional
clinical judgment has not been appropriately taken into account
in assessment or scientific reporting. The procedures currently
adopted do not correspond to formal recommendations for es-
tablishing diagnostic status in diagnostic handbooks.>® The likely
consequence is an overestimation of the actual prevalences of pro-
longed grief. We have provided recommendations in Text Box 1
to (1) ensure that evaluation is based on proper use of diagnostic
criteria and clinical judgment, (2) improve reporting accuracy of
presence and of prevalence rates, and (3) report results with
greater transparency about prevalences, especially when these
are based solely on self-reported symptom scores. While our re-
view was limited to recent research on the prevalence of grief dis-
orders, we believe that our analysis equally applies to research fo-
cused on issues such as the phenomenological characteristics of
PGD or the effects of interventions for people suffering from PGD.

Declaration of interest: The authors report no conflicts of in-
terest. The authors alone are responsible for the content and
writing of the article.
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