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Abstract

INTRODUCTION: This survey investigated perspectives of research and clinical pro-

fessionals on optimal content and features ofmeasurement of self-perceived cognitive

functioning.

METHODS: Respondents were professionals working with older adults with self-

reported cognitive concerns. The survey addressed views on harmonization and

preferences for items, response formatting, practical features, and instrument val-

idation. We evaluated item preferences in consideration of a previous statistical

harmonization.

RESULTS: Ninety professionals from 20 different countries completed the survey.

Most professionals (87%) indicated a need for a harmonized instrument. Respondents

agreed that an instrument should measure current ability alongside change therein,

focus on memory, and adopt Likert scale responses. Recommendations for assess-
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ment timeframe, practical features, and validation priorities varied. Respondents

differentially endorsed items previously found to be statistically informative.

DISCUSSION: Respondents agreed on overarching measurement topics, with vary-

ing recommendations for specific content and features. Together with statistical

information, these results provide a starting point for a harmonized instrument.

KEYWORDS

Alzheimer’s disease, cognitive function, preclinical Alzheimer’s disease, subjective cognitive
decline, survey

Highlights

∙ Professionals see a need for a harmonized tool tomeasure cognitive concerns.

∙ Professionals have diverse preferences for measurement content and its validation.

∙ Item relevance as seen by professionals aligned considerably with statistical value.

∙ Integration of statistical information with expert and patient opinion is crucial.

1 INTRODUCTION

Interest in the potential relevance of subjective cognitive decline

(SCD) in the context of early detection of Alzheimer’s disease (AD)

is growing.1–4 SCD is characterized by a self-experienced persistent

decline in cognitive capacity compared to a previously normal sta-

tus in the absence of objective impairment on neuropsychological

tests.1,5 Although the perceived decline in cognition is largely unspe-

cific to any particular neurological disorder,1 SCD can occur as an

early symptomatic stage of AD in some individuals.2,6 Several fea-

tures of the experienced decline, such as onset within the last 5 years,

concerns pertaining to memory in particular, and worry associated

with the experienced decline, are referred to as SCD plus features.1

These concerns indicate a higher likelihood of ADpathology and future

progression to mild cognitive impairment (MCI) or dementia,5,7 in par-

ticular if they occur in combinationwith each other and other SCD plus

features that pertain to the individual, such asAPOE E4 carriership and

age at onset over 60.1,8,9,10

Systematic assessment of self-perceived cognitive functioning can

serve as a non-invasive, low-cost tool to facilitate the detection of

SCD and potentially improve the ability to target individuals for

clinical trials in an early disease phase.11 Despite the widely acknowl-

edged relevance, several challenges still hamper implementation of

self-perceived cognitive functioning assessment. A key issue concerns

the heterogeneity that exists in objectives, samples, and instruments

used to study the construct,12,13 which limits the interpretability and

generalizability of findings. Most existing questionnaires also do not

include all, if any, complaint features of SCD plus, thereby potentially

missing highly relevant information. Finally, professionals can have

different purposes for and needs when measuring self-perceived cog-

nitive function, and such (differences in) considerations should bemore

thoroughly understood.

Adequate measurement is central to advancements in diagnosis,

prognosis, and intervention.14 The Subjective Cognitive Decline Ini-

tiative (SCD-I) Working Group, part of the International Society To

Advance Alzheimer’s Research and Treatment (ISTAART) SCD Pro-

fessional Interest Area (PIA), has been engaged in ongoing efforts to

facilitate the development of a harmonized instrument consisting of

items with the highest information value that can measure across dif-

ferent levels of self-perceived cognitive functioning (frompoor to good

functioning) and allow for comparison across different settings, with

characteristics that ensure feasibility and acceptability for a variety of

users.13 To this end, the working group has mapped the heterogene-

ity of existing assessment methods13 and provided recommendations

for operationalizing SCD criteria in research.6 In a study by Rabin

et al. (2023), over 600 existing items from commonly used question-

naires were harmonized onto a single trait of self-perceived cognitive

functioning (referred to as the subjective cognition factor) using item

response theory (IRT) modeling.15 The information value of the items

at different levels of functioning was also established.15,16

While sophisticated statistical models like IRT provide a rich

source of psychometric information,17 expert opinion of profession-

als is imperative for developing and improving instruments.14,18 It

allows us to compare and supplement psychometric information with

experience-based perspectives. Furthermore, considering users’ pref-

erences for practical features and validation priorities of an instrument

is essential for implementation. The current study surveyed profes-

sionals involved in care and research of self-perceived cognitive func-

tioning in older adults about their perspectives on essential features of

and recommendations for its measurement.

2 METHODS

2.1 Survey sample and administration

This study is a cross-sectional, international survey. We targeted pro-

fessionalsworkingwith older adultswith SCD through research and/or
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RESEARCH INCONTEXT

1. Systematic review: Despite its relevance, significant het-

erogeneity in measurement tools hinders widespread

assessment of self-perceived cognitive functioning. The

Subjective Cognitive Decline Initiative (SCD-I) Working

Group has been working to harmonize assessment and

develop an instrument that spans a range of functional

levels to improvemeasurement feasibility and acceptabil-

ity across diverse settings.

2. Interpretation: In our survey, professionals who work

with SCD populations expressed several clear prefer-

ences for how cognitive concerns should be captured.

Respondents differentially endorsed items previously

found to be statistically informative, and variability in rec-

ommendations for practical features and validation was

observed.

3. Future directions: Input from older adults with cognitive

concerns and informants as a next step is imperative. Inte-

grationof diverseexpert opinion, participant preferences,

and statistical results can serve as a basis for instrument

development. A harmonized instrument could ultimately

consist of a core set of informative items supplemented

with flexible modules to suit measurement goals.

clinical practice. The surveywas distributed through the ISTAART SCD

PIA, the International Neuropsychological Society’s Dementia Spe-

cial Interest Group, the Dutch Society for Neuropsychology, and the

authors’ professional networks that included professionals involved in

research about SCD worldwide. Responses were recorded from July

2022 throughNovember 2022.

The survey was programmed with the Qualtrics platform and,

in accordance with the General Data Protection Regulation guide-

lines, used an anonymous link, ensuring that no personal information

(such as IP or e-mail addresses) was gathered. Respondents provided

informed consent before starting the survey and were not required

to answer any given question in order to proceed forward through

the questionnaire. Unsubmitted surveys were not processed and were

automatically discarded after 20 days. The protocol for this surveywas

evaluated by theMedical Ethical Committee of Amsterdam University

Medical Center.

2.2 Survey content

The survey consisted of four parts (Supporting Information) and

involved a combination of multiple-choice questions, open-ended

questions, allocation of percentages, and two-item selections.

1. Part I (Background and practices): Information was gathered about

respondents’ gender, educational level, professional setting (e.g.,

hospital, university, rehabilitation center), discipline (e.g., psychol-

ogy, medicine, including subdomains), profession (e.g., clinician,

researcher, instructor), and years of experience. Respondents were

also asked to indicate whether they routinely used instruments

to assess self-perceived cognitive functioning in older adults and

to what degree they perceived a need for a harmonized instru-

ment. These latter two items were multiple choice with an option

to elaborate in a text box.

2. Part II (Item content): Perspectives on the relevance of item con-

tent were explored. Respondents were shown two separate lists

of item stems (one list of 20 memory item stems and one list of

30 non-memory item stems) taken from items that showed rel-

atively high information values, as found by Rabin et al. (2023).

The memory versus non-memory distinction was made because

memory items alone made up over 50% of the original item bank

(15). Respondents were asked to select up to eight items from

each list that they viewed as most relevant for the measurement

of self-perceived cognitive functioning in older adults. We com-

pared the item ranking (from most chosen to least chosen) to the

previously reported item information values. Subsequently, respon-

dents were shown a list of various cognitive domains: memory,

attention/working memory/processing speed, language, executive

function, basic calculation and arithmetic tasks, orientation (to per-

son, time, place, or situation), and visuospatial skills (for details on

domains, see Rabin et al.13). Respondents were asked to allocate a

percentage to each domain based on how they would ideally cover

each domain on a questionnaire. They were able to write in a maxi-

mum of two additional domains that they deemed relevant but that

were not included in the list. The total allocated percentage had to

add up to 100%.

3. Part III (Item format): Perspectives on item features were assessed,

including the most relevant timeframe to measure, measuring

ability and/or change, and optimal response formats.

4. Part IV (Questionnaire features): Respondents selected up to three

preferences for practical features and approaches to validation.

Practical features included, for example, brevity and cost. Val-

idation approaches included, for example, the relationship with

biomarkers and predictive value. Both lists were composed of 10

options. For both questions, respondents could write in additional

preferences and elaborate on choices in a comment box.

2.3 Data analyses

Descriptive analyses were performed to characterize the sample and

responses to the multiple-choice questions and item content prefer-

ences. We additionally described preferences for items (see part II of

the survey description) separately for clinical versus research profes-

sionals. We also investigated differences in preferences for practical

features and validation approaches (see part IV of the survey descrip-

tion) between clinical versus research professionals with chi-squared
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TABLE 1 Characteristics of respondent sample.

Characteristic N (%)

Geographical locationb (N= 86)

Europe 51 (59)

North America 23 (27)

South America 7 (8)

Asia 5 (6)

Highest degreeb (N= 86)

M.Sc. 25 (29)

M.D. 16 (19)

PhD/PsyD 42 (46)

Other 3 (4)

Professiona (N= 87)

Clinician 44 (51)

Researcher 61 (70)

Other (e.g., instructor) 12 (14)

Professional settinga (N= 87)

Hospital 48 (55)

University 40 (46)

Care home 12 (14)

Other (e.g., rehab facility) 23 (26)

Disciplinea (N= 87)

(Neuro-)Psychology 51 (48)

Medicine 20 (23)

Gerontology 9 (10)

Other (e.g., epidemiology) 26 (24)

Professional experienceb (N= 86)

Less than 5 years 27 (31)

5 to 10 years 16 (18)

More than 10 years 43 (49)

Routinely uses an instrument to assess SCD 39 (43)

aChoice count shown, multiple options per respondent possible.
bNot completed by all respondents.

tests (α = 0.05). These were not the only professions in our sample,

but they were the target sample, meaning they were likely to make up

the overwhelming majority and the most likely users of an instrument.

Differences between these groups in particularwere deemed relevant.

Open-ended questions and additional comments respondents made to

closed questions were described.

3 RESULTS

3.1 Respondent sample

As shown in Table 1, 90 respondents (66% female) from four continents

(20 countries) submitted a response to the survey. Almost half of the90

respondents had obtained a PhD/PsyD degree (46% of respondents)

and reported over 10 years of experience in the field of SCD (44%).

Thirty-nine (43%) indicated routinely using an instrument to assess

SCD in older individuals for clinical or research purposes. In total, 16

unique instruments were mentioned, of which nine were also included

in the item bank of the IRT study15 (Table S1).

A large majority (79/90, 87%) of respondents indicated seeing

“somewhat” to a “strong” need for a self-perceived cognitive function-

ing harmonized instrument. Professionals added reasons for the need

in the open-ended section, reporting that different instruments have

been shown to measure different outcomes (n = 1) and that it would

help facilitate comparability (n = 1). Two of the 79 respondents who

saw a need for harmonization added that such ameasurewould specif-

ically aid research. The minority that reported seeing “no need” for a

harmonized measure (11/90, 13%) reasoned that existing instruments

provide sufficient value butmostly require good clinical cut-offs or that

observation and clinical interview are sufficient tomeasure SCD in this

population.

3.2 Item content and domain selection

Figure 1 shows the ranking of item stems in the memory and non-

memory domains. Items that were found to have high information

value for different levels of self-perceived cognition according to the

statistical harmonization are indicated in this figure for reference.

Items with high information value for the high functional level indicate

that they measure particularly well for better levels of self-perceived

cognition (i.e., individuals with no problems), while items with high

information value for the low functional level indicate they measure

particularly well for poor self-perceived cognition (i.e., individuals with

substantial problems). Within the memory domain, items specifically

referring to consolidation and/or retrieval of new material (new infor-

mation, recent events, and conversations), planned future action, and

worry aboutmemory abilitymadeup the top five chosenmemory items

(selected as relevant by 48% to 56% of respondents). For non-memory

items, attention and concentration, speed of thinking, more difficulty

planning, coming up with the right words in conversation, and making

decisions on everydaymatters composed the top five (selected by 32%

to 46% of respondents).

Figure S1 shows the item preferences of researchers and clinicians.

The most popular memory item among researchers was “remember-

ing things that happened recently” (70%) and for the non-memory

items “attention and concentration” (57%). The most popular items of

clinicians were “remembering where you put household items,” “mem-

ory causing difficulty in going shopping” (both 50%), and “remaining

on task” (53%). We observed that, among clinicians, most items were

selected by 30% to 40% and the most popular ones by 50% of respon-

dents. Among researchers, the least popularmemory and non-memory

items were chosen by 4% and 0% and the most popular items by 70%

and 57%, respectively.

When asked about the percentage coverage that should be assigned

to different cognitive domains in a questionnaire, memory was the

clear primary domain, with a mean of 32% desired coverage (Table 2).
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0 10 20 30 40 50 60

Remembering new information
Worrying about memory ability

Remembering things that happened recently
Forgetting recent conversations

Needing more help from others to remember future appointments
Trouble recalling where you put everyday objects

Memory problems cause di�iculty in handling personal a�airs
Memory has declined substantially

Memory problems cause di�iculty in doing household chores
Feeling something is seriously wrong with memory

Forgetting important upcoming dates
Memory problems cause di�iculty in going out alone

Relying more on written reminders
Remembering what you intended to do

Di�iculty remembering things just read or heard
Remembering item(s) you intended to buy

Remembering where you put household items
Remembering the name of a person just introduced

Memory problems cause di�iculty in going shopping

0 10 20 30 40 50 60

Attention and concentration
Speed of thinking

More di�iculty planning
Coming up with the right word in a conversation

Making decisions on everyday matters
Di�iculty using electronic devices

Losing train of thought
Di�iculty managing money

Carrying out a plan
Speed of completing work or usual activities

Getting lost
Reasoning through a problem

Getting distracted by external stimuli
Understanding conversations

Becoming disoriented
Di�iculty using household appliances

Finding way around familiar places
Trouble following plots

More trouble driving
Remaining on task

Recalling names
Communicating thoughts in a conversation

Speed of reacting
Trouble remembering the date

Focusing on goals
Shifting from one activity to the next

Having di�iculty expressing oneself through speech
Di�iculty calculating change

Having cognitive problems
Solving everyday arithmetic problems

**
**

*

*

*

**

**
**

**
*

**

*

**

**

**

*

**
** Non-memory domains:

Attention, concentration, processing speed
Executive functioning
Language
Visuospatial functions (including navigation)
Orientation (e.g., time, date)
Calculation
Global cognition

F IGURE 1 Ranking of memory and non-memory items based on response percentage (i.e., percentage of respondents that chose the item as
one of themost relevant), ordered frommost commonly chosen to least commonly chosen. Items that were identified as “high information value” in
the harmonization study by Rabin et al. (2023) are indicated: * showed high information value for worse self-perceived cognitive functioning/high
level of concerns (θ−1 to−2), ** showed high information value for better self-perceived cognitive functioning/low level of concerns (θ 0 to 1).
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TABLE 2 Percentages allocated to cognitive domains by
respondents.

Domain Mean%± SD

Memory 32 ± 18

Attention/workingmemory/processing speed 15 ± 8

Language 13 ± 8

Executive function 15 ± 8

Basic calculation and arithmetic tasks 6 ± 10

Orientation to person, time, place, or situation 9 ± 7

Visuospatial skills 8 ± 10

Social cognition (n= 7)a 7 ± 2

Emotional liability (n= 2)a 10 ± 0

Abstraction (n= 1)a 6 ± 0

Writing (n= 1)a 5 ± 0

Note: Mean percentages (± SD) allocated to each cognitive domain by

respondents are shown.
aDomain written in by respondent(s), ordered according to number of

respondents (e.g., n= 7means seven respondents added this domain).

Almost all respondents allocated the coverage over multiple domains.

Two respondents allocated the entire 100% tomemory.

3.3 Item format

Figure 2 shows respondents’ choices with regard to item format. The

majority (72%) indicated that a questionnaire should measure both

current ability level and change compared to a previous time point, as

opposed to either ability alone (5%) or change alone (23%). Regard-

ing the response range for current ability level, the preferred range

was the degree of difficulty an individual experiences when executing

a task or using a function (chosen by 40%), while the least popu-

lar response range was agreement or disagreement with a statement

(chosen by 3%). Respondents indicated that change should be mea-

sured from stability to decline (46%) rather than from improvement

to decline. Respondents overwhelmingly preferred Likert-type (85%)

over dichotomous items (15%), with a five-response option response

scale selected most often (50%). Recommendations for the most rel-

evant timeframe to measure were varied, with the past year (33%)

and the past 6 months (25%) as the top two preferences. None of the

respondents chose the past 10 years. One respondent mentioned that

the timeframe could vary, for example, a longer timeframe at baseline

or past year for follow-ups.

3.4 Questionnaire features

Respondents’ preferences for practical and validation features are pre-

sented in Table 3. Themost commonly chosen validation features were

association with current performance on neuropsychological tests

and the ability to dissociate cognitive concerns related to neurode-

generative cognitive decline from concerns related to other factors

(both selected by 54% of respondents as one of their preferences).

The chosen popular practical features were ease of administration

(selected by 38%) and availability of an informant version (selected by

38%). The least chosen were clear administration guidelines (practical)

and association with positron emission tomography (PET) biomarkers

(validation), selected by 14% and 6% of respondents, respectively.

3.5 Comparison of preferences for items and
questionnaire features of clinicians versus
researchers

In the selection of most relevant items, we found that higher propor-

tions of researchers (compared to non-researchers) selected remem-

bering new information (61%) and relying more on written reminders

(44%), and lower proportions selected remembering where you put

household items (4%) and communicating thoughts in a conversa-

tion (9%) (p < 0.05). Higher proportions of clinicians (compared to

non-clinicians) selected items related to memory problems causing

difficulty in going out alone (49%), remembering the name of a per-

son just introduced (17%), and remaining on task (53%), while lower

proportions selected items related to making decisions on everyday

matters (43%) and forgetting recent conversations (43%) (p < 0.05).

Figure S1 presents item selections stratified for clinicians and

researchers.

Several preferences for practical features of a questionnaire

were different between respondents who indicated being primar-

ily researchers or clinicians. For the validation features, predictive

value of the questionnaire for future decline in performance on neu-

ropsychological tests and responsiveness (i.e., sensitivity to changes

over time) were chosen by higher proportions of researchers (both

features 38%) than non-researchers (both features 10%) (p < 0.01).

Associationwith current performance on neuropsychological tests and

predictive value for future decline in daily functioning were chosen

by higher proportions of clinicians (68% and 43%) compared to non-

clinicians (37% and 15%) (p < 0.01). In terms of practical features,

the possibility to administer online was chosen by a higher propor-

tion of researchers (34%) than non-researchers (14%) (p = 0.041). A

higher proportion of clinicians chose clear administration guidelines

(20%) and availability of a normative comparison group (48%) com-

pared to non-clinicians, 4% and 24%, respectively (p=0.020, p=0.018,

respectively). Table S2 presents stratified preferences.

4 DISCUSSION

This study explored professionals’ preferences and recommendations

for assessment of self-perceived cognitive functioning in older adults

through a global survey. The usage of as many as 16 unique instru-

ments by our sample highlights the ongoing challenge of measurement

heterogeneity. Still, the vast majority of respondents indicated a

need for a harmonized questionnaire that could identify individuals

 23528729, 2025, 4, D
ow

nloaded from
 https://alz-journals.onlinelibrary.w

iley.com
/doi/10.1002/dad2.70158 by D

eutsches Z
entrum

 fur N
eurodegenera E

rkrankungen e. V
. (D

Z
N

E
), W

iley O
nline L

ibrary on [08/12/2025]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



BUTTERBROD ET AL. 7 of 11

0 20 40 60 80 100

Current ability level Change in function compared to a previous timepoint Both

0 20 40 60 80 100

“No di�iculty” to “a lot of di�iculty” “Never any problems” to “problems very often”

“I worry a lot” to “I do not worry at all” “Very poor” to “very well”

“Not serious” to “very serious” “Strongly disagree” to “strongly agree”

0 20 40 60 80 100

Past year Past 6 months
Past 2 years Past month
Other (describe in text box below) Past 5 years
Past 2 weeks

29%

15%

50%

6% Likert type scale:

3 options

4 options

5 options

7 options85%

15%

Likert-
type
items

Dichoto
mous
items

Response scale (n= 85)

Best way to measure self-perceived cognitive decline (n= 85)

Best response range to capture ability (n= 65)

Best response range to capture change (n= 81)

Optimal timeframe to measure (n= 85)

0 20 40 60 80 100

From improvement to decline, e.g., “much improved” to “much worse” (includes stability)
From stability to decline, e.g., “no change” to “much worse”
From "better than ever before" to "worse than ever before"
Other

F IGURE 2 Professionals’ responses to item format questions (in percentage).
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8 of 11 BUTTERBROD ET AL.

TABLE 3 Respondents’ preferences for validation and practical features.

Practical features Choice count

Choice

percentage (%)

Response

percentage (%)

Ease of administration (little instruction needed) 33 13% 38%

Has a companion informant version/form 33 13% 38%

Availability of an appropriate normative comparison group 32 13% 37%

Brevity 29 12% 34%

Possibility to administer online (can be completed outside

of appointments/clinic)

26 11% 30%

Has a cut-off score for self-perceived cognitive decline 19 8% 22%

Ease of scoring 13 5% 15%

Cost 12 5% 14%

Clear administration guidelines 12 5% 14%

Other (self-written feature)* 3 1% 3%

Total (respondent n= 86) 247 100%

Validation features Choice count Choice % Response%

Associationwith current performance on

neuropsychological tests

47 20% 54%

Able to dissociate cognitive concerns related to

neurodegenerative cognitive decline from concerns related

to other factors (e.g., mood, personality, medical variables)

47 20% 54%

Predictive value for clinical diagnosis (ofMCI or dementia) 35 15% 40%

Predictive value for future decline in performance on

neuropsychological tests

26 11% 30%

Predictive value for future decline in daily functioning (e.g.,

Instrumental Activities of Daily Living)

26 11% 30%

Sensitivity to changes in self-perceived cognitive

functioning over time (responsiveness)

26 11% 30%

Associationwith plasma biomarkers of Alzheimer’s disease 9 4% 10%

Associationwith biomarkers of dementia derived fromMRI 7 3% 8%

Associationwith CSF biomarkers of dementia 6 3% 7%

Associationwith biomarkers derived from PET 5 2% 6%

Other (self-written feature)* 1 0% 1%

Total (respondent n= 87) 235 100%

Respondents indicated a maximum of three preferences. Choice count= # of times the feature was chosen, choice percentage = percentage of total choices

made that included this feature, response percentage=%of respondents who chose this feature as a preferred feature.

Abbreviations: CSF, cerebrospinal fluid; MCI, mild cognitive impairment;MRI, magnetic resonance imaging; PET, positron emission tomography.

*Written in answers for practical feature: test validity, informative value for self-awareness. Nowrite-in answer was provided for validation.

experiencing cognitive concerns across different settings. There was a

broad consensus on several overarching issues, in particular, the need

for an instrument to emphasize memory alongside other domains and

to assess an individual’s current experienced ability as well as decline

in that ability over time. A (5-point) Likert-scale response format was

evidently preferred. Preferences for some questionnaire characteris-

tics and content differed. For example, the top chosen timeframe – the

past year – did not reach a clear majority consensus. Likewise, views

onmost relevant itemswere varied, and themost popularmemory and

non-memory items (“remembering new information” and “attention

and concentration”) were each endorsed by about half of respondents.

Different preferences for practical features and approaches toward

validation also existed within our sample.

Integrating insights from professionals and quantitative statisti-

cal information is imperative to enhance an instrument’s reliability

and content validity and to facilitate acceptability.18–21 IRT modeling

approaches provide a solid basis for optimal content validity by iden-

tifying potentially relevant items based on information value.15,22,23

We observed that the most commonly chosen memory items in our

survey assessed specific (future) activities and needing more help to

complete activities, the latter being indicative of experienced loss of

functional independence. This pattern shows some overlap with the
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IRT model applied by the SCD-I Working Group in cognitively unim-

paired individuals,15 which indicated that memory items that most

reliably measured poorer self-perceived cognitive function pertained

to specific activities, such as remembering recent conversations. Inter-

estingly, an earlier study using IRT23 showed particular reliability of

items that assess global memory function, for example, “Do you think

you have problems with your memory?” alongside specific items that

assessed problems with, for example, personal dates or phone num-

bers. We note that this study was based on a mixed sample that

included individuals with MCI as well as individuals without formal

impairment. The top chosen non-memory items in our survey were

a mix of general (making decisions on everyday matters) and more

specific items (handling money). This choice pattern also overlapped

with the IRT results, where items that measured most reliably ranged

from broad (e.g., focusing on goals or carrying out a plan, making deci-

sions oneverydaymatters) to specific (trouble recalling the rightword).

One of our sample’s top picks – worry associated with experience

decline – is both a key feature of SCD plus1 and showed high statis-

tical information value.13 Notably, these top chosen items originate

from a range of questionnaires, such as the Memory Complaint Ques-

tionnaire, AmsterdamDementia Cohort, subjective cognitive concerns

screener, CognitiveFunction Index, andActivities ofDaily LivingRating

Scale Self-Version, Abbreviated. This indicates that professionals’ pre-

ferred itemsdonot stem fromoneexisting instrument and supports the

goal of harmonization across instruments.

While there was substantial alignment between the statistical

approach and professional perspective, not all statistically informative

items were also deemed relevant. These discrepancies between the

two sources highlight areas for further investigation and refinement

rather than a lack of reliability in one of them. Similar to statisticalmod-

els that use participant data as input, professionals gather and update

their viewsof the relevanceof items throughextensive experiencewith

the population. In that sense, their perspective is grounded in a real-

world context: A clinicianmay, for example, opt to exclude anotherwise

informative itembecause itwas difficult to interpret for some individu-

als without additional clarification by an administrator. Conversely, an

item that is not particularly statistically informativemaybe relevant for

an individual’s daily life. As IRTmodels cannot capture such contextual

information, the professional opinion adds a deeper understanding of

the usefulness of items.

Our respondent sample expressed a broad range of preferences for

validation, that is, theuse towhich an instrument is put.18 Toppriorities

based on choice count were the relationship between self-perceived

cognitive functioning and neuropsychological test performance and

the ability to discriminate between cognitive concerns driven by neu-

rodegenerative disorders versus those driven by other factors. Pref-

erence for a relationship between self-perceived cognitive difficulties

and test scores may seem counterintuitive given the limited evidence

for such a relationship between experienced cognition and traditional

test scores,24 combined with the fact that SCD excludes the presence

of objective impairment.5 However, with the conceptualization of AD

as a continuum consisting of various stages,25 individuals gradually

move toward impairment. Early deficits may be found in performance

features that are often not the focus of, but can be picked up on with,

cognitive testing, such as error types, altered strategies, reduced prac-

tice effects, and attenuation of otherwise healthy discrepancies.26–30

Digital cognitive testing may help in picking up the subtlest signs of

dysfunction.31,32 As SCD captures an experienced decline over time, a

strong cross-sectional correlation with performance may be less likely

than a longitudinal one. The finding that clinicians were more oriented

toward the relationship of an instrument with an individual’s daily

functioning, while researchers preferred responsiveness of an instru-

ment, seems to reflect the topics these professions deal with on a daily

basis.

Various challenges for implementation, including concerns and

wishes among user groups, also need to be sufficiently examined early

on.33 We found that the availability of an informant version and ease

of administration were the most desired practical features in our

sample, reflecting priorities for the involvement of study partners or

informants whose reporting can add value for risk assessment33,34

and user-friendliness. Other features that are crucial to implemen-

tation, such as assessment cost,35 were less popular. The availability

of a normative group and clear administration guidelines were espe-

cially popular among clinicians,while researchersmoreoftenpreferred

the possibility of online administration. The reasons behind (different)

preferences should be further explored, as self-perceived cognition is

measured across various contexts and settings.

We note several limitations to this study and recommendations

for future research. First, although our survey reached profession-

als from four continents, our input was skewed toward a (Western)

European and North American perspective. The relevance of items

describing specific activities could differ across cultural and geograph-

ical contexts,36 potentially limiting the applicability of our results.

Second, we preselected items for respondents to choose from, as

the entire item bank consisted of over 600 items. Preferences were

therefore naturally only gathered within a subgroup of items. Finally,

detailed reasons for respondents’ choices are difficult to explore in

a survey. To better understand how experts arrive at their decisions

regarding item relevance and cultural differences therein, (differences

in) their goals of measurement, and potential barriers to implemen-

tation, a logical next step would be to conduct focus groups with

a representative group of professionals from various cultural, geo-

graphical, and professional backgrounds. Together with the SCD-I

WorkingGroup, PIAmembers can aid in this effort by conducting focus

groups in their respective regions. Furthermore, the validation pri-

orities of professionals should simultaneously be put in perspective

with statistical results on the relationship between the harmonized

Subjective Cognition Factor15,16 and different clinical outcomes (e.g.,

biomarkers, clinical progression, neuropsychological test scores) in

cognitively unimpaired older adults. Experts’ priorities can then be

weighed against the statistical relationship with the outcomes to

further tailor the development of the instrument. A harmonized instru-

ment could ultimately consist of a core set of highly informative items,

supplemented with flexible modules to suit additional preferences or

measurement goals. Importantly, input from older adults with cogni-

tive concerns and informants should also be gathered in subsequent
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10 of 11 BUTTERBROD ET AL.

steps to gather invaluable input about their preferences for practi-

cal features and item formats early in the development process. They

should also be involved in later instrument testing for usability and

user-friendliness.

In conclusion, professionals who work with SCD populations indi-

cate a need for a harmonized measurement instrument to assess

self-perceived cognitive functioning. Items with both good psycho-

metric qualities and high endorsement by professionals may qualify

first. While respondents expressed several clear preferences for how

cognitive concerns should be captured, the variability in their rec-

ommendations, including practical features and validation, should be

further explored. Integrating expert opinion with patient preferences

and statistical results can serve as a basis for instrument development.
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