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Abstract
Objective: We identified and evaluated measures of identity used with adolescents/young adults aged 16–24 years living with long-term physi
cal health conditions (LTC-P), focusing on the conceptualization, development, and psychometric properties of measures. Review funded by Sir 
Halley Stewart Trust and the University of Bath. Review protocol: https://osf.io/bhkze.
Method: Five databases (APA PsychNET, PubMed, Web of Science, SCOPUS, and CINAHL) were searched. Studies were included if they 
were peer-reviewed, reported participants aged 16–24 years with LTC-P, and used a quantitative identity measure. Psychometric properties 
and risk of bias were evaluated using Consensus-Based Standards for the Selection of Health Measurement Instruments V1 (COSMIN) quality 
criteria, and content validity was reviewed narratively. Data analysis and synthesis followed COSMIN methodology for reviews.
Results: Thirty-seven papers met inclusion criteria, involving 9,486 participants and 16 identity measures. Across the papers, identity was 
defined and conceptualized in varied ways. Only three measures, the Illness Identity Questionnaire (IIQ), Dimensions of Identity Development 
Scale (DIDS), and Identity Motives Scale (IMS), were used in multiple studies and assessed for psychometric quality. Evaluated properties 
included structural validity, internal consistency, measurement invariance, and construct validity. The IIQ and DIDS were tentatively recom
mended for use. The IMS was rated as needing further validation due to limited content validity.
Conclusions: The IIQ and DIDS may be appropriate when their conceptual focus aligns with research objectives. Remaining measures should 
be used cautiously; many lack developmental or condition-specific relevance. Future identity measure development should integrate lived expe
rience, expert input, and rigorous psychometric testing to ensure tools are both meaningful and fit for purpose in target populations.
Keywords: identity, young adults, long-term physical health conditions, measure, COSMIN. 

Long-term physical health conditions (LTC-P) are defined as 
lasting for 3 months or longer for which symptoms persist, 
often resulting in the limitation of normal activity, and 
requiring access to specialized health resources and require 
self-management (Moore et al., 2019). Although adolescence/ 
young adulthood is typically perceived as a period of good 
physical health, and LTC-P prevalence often increases with 
age (Watson et al., 2025), a significant number of adoles
cents/young adults (AYA) live with LTC-P. Data from 
England (NHS England, 2024) suggest that 45% of 16–24- 
year-olds have a long-term physical or mental health condi
tion, disability, or illness. With regard to defining AYA, defi
nitions of the age range differ according to context or 
discipline. Our chosen perspective encapsulates late adoles
cence (Sawyer et al., 2018) and emerging adulthood (Arnett, 
2000), encompassing ages 16–24 years. It is around this age 
at which AYA become more autonomous (Pfeifer & 
Berkman, 2018), and those with LTC-P may start to take 
more responsibility for their care and transition into adult 
services (Coyne et al., 2019).

There is a growing body of literature examining the effects 
of living with LTC-P on AYA’s personal and social develop
ment, with an increasing focus on personal identity. Personal 
identity refers to an individual’s sense of self-consistency and 
coherence across time and life contexts (Branje et al., 2021) 
and comprises multiple content domains (e.g., relationships, 
hobbies, education) that shape one’s overall sense of self 
(Galliher et al., 2017). Although identity is subjective, it is also 
shaped by social interactions and environments. Relationships 
with peers (Pugh & Hart, 1999; Sugimura et al., 2022) and 
family (Albert Sznitman et al., 2019; Crocetti, 2017) are 
instrumental in shaping identity development. For AYA nego
tiating a sense of self, social connectedness can provide reas
surance, strengthen confidence, and support the development 
of a stronger sense of identity (Ja & Jose, 2017; Noble-Carr 
et al., 2014). However, AYA living with LTC-P often face sub
stantial barriers to accessing these crucial opportunities for 
social connection. Physical limitations and/or symptom man
agement requirements can hinder active participation in peer 
activities (Pinquart & Pfeiffer, 2015), potentially leading to 
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social isolation and stigma that contribute to feelings of mar
ginalization and emotional distress (Qualter et al., 2021; 
Spencer et al., 2023). Educational environments also contrib
ute positively to identity formation, through deliberate educa
tional practices and guidance from teachers, and/or informal 
interactions with peers (Lannegrand-Willems & Bosma, 2006; 
Verhoeven et al., 2019). However, accessing these opportuni
ties for identity formation may be especially challenging for 
AYA with LTC-P who may have significant absences or 
reduced attendance (Alsaggaf & Coyne, 2020), further compli
cating their identity development process.

One of the most significant developmental changes experi
enced by individuals with LTC-P is the loss of self, as they 
observe their former identities fade, often without the emer
gence of new, equally meaningful identities (Charmaz, 1983). 
For example, AYA living with chronic pain often perceive 
themselves as lagging behind their peers in identity develop
ment, as well as experiencing identity disruption (Eccleston 
et al., 2008; Jordan et al., 2018). For those who have lived 
with LTC-P since early childhood, identity challenges may 
involve negotiating a sense of self in comparison to healthy 
peers and managing the ongoing demands associated with 
their condition (Commissariat et al., 2016).

Many studies have shown the varying ways in which LTC- 
P can become integrated into AYA’s self-concept (Di Risio 
et al., 2011; Jordan et al., 2018; Vanderhaegen et al., 2024), 
as well as apprehensions about how their condition may 
influence their future identity (Jones et al., 2020).

Identity in the context of LTC-P has been explored through 
theoretical frameworks such as illness identity (Oris et al., 
2016) and the dynamic model of identity reconstruction 
(Yoshida, 1993). Illness Identity Theory (Oris et al., 2016) 
describes how individuals integrate a chronic illness into their 
sense of self. Studies have shown that acceptance (illness is rec
ognized and integrated into identity without dominating it) 
and enrichment (illness is seen as an opportunity for personal 
growth) are associated with better treatment adherence 
(Commissariat et al., 2020; Rassart et al., 2021), while engulf
ment (illness dominates identity) is related to more depression, 
lower life satisfaction, and poorer health (Rassart et al., 2021, 
2023). While this theory was initially developed with AYA, 
the model itself is not age-specific and has been applied to 
adult populations. Yoshida’s (1993) dynamic model of identity 
reconstruction conceptualizes the adjustment to LTC-P as a 
pendulum-like process, in which individuals swing between 
their pre-illness identity and the realities of their post-illness 
self. Yoshida proposes that identity reconstruction is catego
rized into five categories, namely: (1) the former self, (2) the 
supernormal identity, (3) the disabled identity as total self, (4) 
the disabled identity as an aspect of the total self, and (5) the 
middle self. Although developed from adult experiences of 
chronic illness (specifically spinal cord injury), this framework 
has been expanded by Stepleman et al. (2017), who identified 
that higher scores on reactionary identity (in which individuals 
try to prove self is the same, or even better than before illness, 
and illness dominates self-perception) were associated with 
greater perceived stigma and higher levels of depression in an 
adult multiple sclerosis (MS) population. Together, these 
frameworks highlight the ways in which living with LTC-P 
can shape identity over time and provide valuable conceptual 
foundations for developing measures that can assess key iden
tity processes. Robust measures can allow researchers to moni
tor identity development across different populations and 

contexts, as well as assist clinicians in identifying and helping 
with identity-related challenges.

Although a sizable number of measures are available to 
examine identity development, there has not yet been a com
prehensive evaluation of their psychometric properties and 
applicability in the context of AYA living with LTC-P. 
Furthermore, there is also a lack of understanding regarding 
which LTC-P populations are represented in existing quanti
tative research. Such insights can inform future research 
directions and facilitate more targeted and effective identity 
assessment among AYA living with LTC-P.

Therefore, our aim with this systematic review was to iden
tify existing measures of identity in AYA with LTC-P, and to 
what degree they have been psychometrically evaluated, as 
defined by the Consensus-Based Standards for the Selection of 
Health Measurement Instruments V1 (COSMIN; Mokkink 
et al., 2018). The review was guided by the following research 
questions:

1) In AYA aged 16–24 with LTC-P, what measures have 
been used to assess identity? 

2) What are the psychometric qualities of the existing 
identity measures? 

3) How were the existing identity measures developed? 
4) What are the limitations of the existing identity measures? 

Methods
Protocol and registration
The study protocol is available through the Open Science 
Framework, and there were no deviations from the protocol: 
https://osf.io/y856n. This review is reported using recommen
dations from Preferred Reporting Items for Systematic 
Reviews and Meta-Analysis (PRISMA; Page et al., 2021), and 
the review of measures follows an adapted version of 
COSMIN (Mokkink et al., 2018).

Eligibility criteria
This review specifically focused on measures that examined 
personal identity, defined as an individual’s sense of self, 
rather than other forms of identity such as social, gender, eth
nic, or professional identity.

To be included for review, papers were required to have 
been empirical and to have adopted quantitative or mixed 
methods. Papers were required to have been (1) published in 
peer-reviewed journals, (2) written in the English language, (3) 
include at least one measure of identity formation, and (4) 
include participants aged 16–24 years with a diagnosed or self- 
diagnosed LTC-P. Papers were included if they had partici
pants in this age range, regardless of whether or not the results 
were reported separately for the 16–24-year-old age group.

Papers were excluded from the review if they did not collect 
primary data, included populations in which the primary focus 
was on (1) mental health conditions (e.g., depression, anxiety, 
obsessive compulsive disorder, etc.), (2) neurodevelopmental 
conditions (e.g., autism, attention-deficit hyperactivity disor
der, Tourette syndrome), or (3) cognitive impairment (e.g., 
Down’s syndrome, traumatic brain injury).

Information sources
Searches were conducted on October 24, 2024, in the follow
ing databases: APA PsychNET, PubMed, Web of Science, 
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SCOPUS, and CINAHL. No restrictions were put on the 
search strategy in terms of date. Additionally, forward and 
backward citation searches for all eligible papers were con
ducted using Google Scholar.

Search strategy, paper selection, and data 
extraction
With guidance from a specialist subject librarian, a search 
strategy (Table 1) was devised that aimed to capture three 
main concepts: (a) personal identity, (b) LTC-P, and (c) meas
ures of personal identity development. To fully capture the 
recent expansion of the age boundary of adolescence (Sawyer 
et al., 2018), no age-related concept was included in the 
search terms. Restricting the search to words associated with 
AYA may have excluded papers that conceptualize this group 
as 18 years and below. Instead, this inclusion criterion was 
screened in either the Title/Abstract stage, or the full-text 
review. The main concepts of personal identity, LTC-P, and 
measures of personal identity development were limited to 
searching in the Title/Abstract fields only. The full-search 
strategy for each database can be found in the online supple
mentary material 1.

Papers retrieved from searches were uploaded into 
Covidence (2024), an online systematic review tool, and dupli
cate papers were removed. In the first instance, all papers were 
screened by the first author (T.R.), with a second reviewer (H. 
J.) independently screening at least 50%. Any disagreements 
were resolved by a third reviewer (A.J.). Any papers for which 
eligibility was not clear from the title/abstract alone were 
included at this stage. After this initial screening process, 
included papers were assessed for eligibility via retrieving and 
reviewing the full text. Full-text papers were independently 
reviewed by two reviewers (drawn from T.R., A.J., and H.J.), 
with disagreements again being resolved by a third reviewer 
(L.C.).

Data extraction was then performed independently by two 
reviewers of the study team (drawn from T.R., L.C., and F. 
T.), using a piloted data extraction form that was hosted 
within Covidence (2024). Data extracted included informa
tion regarding: the paper (date, authors, journal name, coun
try of origin), study information (definition of identity used, 
participant age range, gender identity, sex, sexual orienta
tion, ethnicity, race, socioeconomic status (SES), religion, 
LTC-P, study design, recruitment site), measure information 

(name, purpose, target population, translations, manual 
included, theories/concepts captured), and any COSMIN psy
chometric evaluation outcome properties available (PROM 
development, content validity, structural validity, internal 
consistency, cross-cultural validity/measurement invariance, 
reliability, measurement error, criterion validity, hypotheses 
testing for construct validity, and responsiveness). When data 
were missing or unclear, the first author of the paper was 
contacted, with subsequent authors approached if no 
response was obtained after two attempts.

Study quality and risk of bias
A two-step approach to assess the quality of each identity 
measure was conducted. First, all measures were rated using 
the Cohen et al. (2008) criteria for evaluating evidence-based 
assessment, identifying measures as either “well-established,” 
“approaching well-established,” or “promising assessment.” 
To achieve a rating of well-established, measures must have 
been presented in at least two peer-reviewed papers by different 
researchers or research teams, with sufficient detail available 
about the measure to allow for critical evaluation or replication 
(e.g., a manual provided or available upon request) and detailed 
statistics indicating good validity and reliability in at least one 
peer-reviewed paper. To achieve a rating of approaching well- 
established assessment, measures must have been presented in 
at least two peer-reviewed paper by different or the same 
researcher or research team, with sufficient detail available 
about the measure to allow for critical evaluation or replication 
(e.g., a manual provided or available upon request) with validity 
and reliability information presented in either vague terms (e.g., 
no statistics presented) or moderate values. Finally, measures 
rated as promising assessment were presented in at least one 
peer-reviewed article, with sufficient detail to allow critical eval
uation and replication (e.g., a manual provided or available 
upon request), and reliability information presented in either 
vague terms (e.g., no statistics presented) or moderate values.

In Step 2, measures rated “well-established” and 
“approaching well-established” using the Cohen criteria were 
assessed for quality using an adapted COSMIN checklist ver
sion 1.0 (Mokkink et al., 2018). Data were independently 
extracted from each paper containing each measure by three 
reviewers (T.R., F.T., and L.C.). These data were then rated 
independently by two reviewers (T.R. and L.C.) on structural 
validity, internal consistency, cross-cultural validity, 

Table 1. Search terms.

Identity: Identity OR “Identity Formation” OR “Identity Development” OR “Identity Exploration” OR “Illness Identity” 

AND 

Long term conditions—physical: “Long Term Condition” OR “Chronic condition” OR LTC OR “Recurrent Condition” OR “Chronic Disease” 
OR “Chronic Pain” OR “Persistent Pain” OR Diabetes OR Crohn’s OR IBD or “Ulcerative Colitis” OR “Inflammatory Bowel Disease” OR CRPS 
OR “Complex Regional Pain Syndrome” OR Fibromyalgia OR Arthritis OR Endometriosis OR Migraine OR “Chronic daily headache” OR 
Osteoarthritis OR “Spina Bifida” OR Asthma OR Allergy OR “Atrial fibrillation” OR “Chronic Constipation” OR “Chronic Fatigue Syndrome” 
OR CFS OR ME OR “Myalgic encephalomyelitis” OR “Chronic Kidney Disease” OR “Congestive Heart Failure” OR Epilepsy OR Hypertension 
OR HIV OR “Irritable Bowel Disease” OR “Multiple Sclerosis” OR Anaemia OR Angiooedema OR “Sickle Cell” OR “Autoimmune Disorder�” 
OR “Autoimmune Disease” OR Lupus OR “Sj€ogrens syndrome” OR “Bronchopulmonary dysplasia” OR Cancer OR “Cardiac arrhythmias” OR 
“Coeliac Disease” OR “Coronary heart disease” OR “Cystic Fibrosis” OR “Endocrine disorder�” OR “Widespread pain” OR Gout OR “Heart 
Failure” OR “Lung Fibrosis” OR “Ehlers Danlos syndrome” OR haemophilia OR Rheumatoid OR Neurofibromatosis OR “Charcot-Marie-Tooth 
disease” OR Scoliosis OR scleroderma OR vasculitis OR “juvenile idiopathic arthritis” OR “rheumatoid arthritis” OR “congenital heart disease” 
OR thalassemia OR “chronic liver disease” OR cancer OR dermatitis OR eczema OR psoriasis 

AND 

Measure: Surveys OR Questionnaires OR Psychometrics OR measure�OR tool�OR assessment OR scale� OR inventory OR index
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measurement invariance, reliability, construct validity, and cri
terion validity using the COSMIN Risk of Bias checklist, v1.0.

In the first step, the quality of the methodological approach 
of each paper in assessing a particular COSMIN measure
ment property was rated using a four-point rating system, 
ranging from “very good,” “adequate,” “doubtful,” or 
“inadequate.” The overall quality rating of the paper was 
then determined by taking the lowest rating of any COSMIN 
measurement property the paper addressed, with this rating 
used to grade the quality of the evidence for each measure 
(e.g., a measure with “inadequate” evidence will decrease 
trust in the overall conclusions of the measurement property). 
If information regarding a particular measurement property 
in the checklist was missing, then the rating was left blank.

In the second step, each paper’s evidence for a given meas
urement property was rated as sufficient (þ), insufficient (–), 
or indeterminate (?) (see online supplementary material 2 for 
criteria). Any disagreements between the two reviewers were 
discussed, and a consensus was made. Next, to determine an 
overall rating for each measurement property of a measure, 
we summarized the ratings from all relevant papers. 
Following COSMIN guidance, a summarized rating was con
sidered sufficient, insufficient, or indeterminate if at least 
75% of the individual study ratings met that criterion. In the 
case of inconsistent ratings, overall ratings were based on the 
majority rating. In the case of an equal split between ratings, 
the decision was made on the ratings of the most recent publi
cations assessing that measurement property of the measure.

In the final step, a modified Grading of Recommendations 
Assessment, Development, and Evaluation (GRADE; Mokkink 
et al., 2018) approach was used to downgrade evidence if there 
were any concerns about the quality of evidence presented, with 
evidence starting at high quality, and subsequently downgraded 
by one or two levels per factor. The factors comprised risk of 
bias (as assessed in the first step described above), inconsistency 
(of results across studies), indirectness (evidence coming from 
different populations than those of interest in current review), 
and imprecision (total sample size of studies included in 
review).

While the COSMIN checklist was used to assess other 
measurement properties, the criteria for evaluating content 
validity were found to be overly rigid for the purposes of this 
review, which has been noted previously (Rothmund et al., 
2023; Smith et al., 2021). Applying COSMIN standards 
would have led to “inadequate” ratings for many measures, 
which we believe would not accurately reflect the efforts 
undertaken by the paper authors and lead to the dismissal of 
potentially valuable measures being used in the future. 
Instead, we chose to summarize how content validity was 
addressed in each paper in a narrative review, looking at item 
generation, content validity, and face validity, allowing read
ers to make their own informed judgments on potential use in 
future research of measures. This was performed by one 
reviewer (T.R.).

In the final step, each measure was categorized using an 
adapted COSMIN guideline: Category A (at least low-quality 
evidence for “sufficient” internal consistency), Category B 
(not meeting criteria for A or C), or Category C (high-quality 
evidence for an “insufficient” property). Category A meas
ures are considered suitable for recommendation, Category B 
require further research, and Category C are not recom
mended. As a full COSMIN content validity assessment was 
not performed, Categories A and B should be interpreted 

with caution, and further research on content validity, includ
ing concept elicitation and stakeholder involvement, is 
advised.

A meta-analysis was not undertaken, as the aim of this 
review was to evaluate the development and psychometric 
quality of identity measures, rather than to synthesize out
come effects.

Results
Included studies
The electronic searches returned 15,926 records, with 8,091 
duplicates removed. Of the 7,835 papers that remained, 
7,751 papers did not meet the inclusion criteria after title/ 
abstract screening, leaving 84 for full-text eligibility assess
ment. After full-text screening, 47 papers were excluded. The 
main reasons for exclusion included: (1) papers did not con
tain a measure of identity development (n¼19), (2) the age 
range of participants was not reported (n¼10), or (3) papers 
did not contain participants aged 16–24 years (n¼9). Figure 1
contains the study PRISMA flow chart. After screening, 37 
papers measured identity and were included in the review. 
Within these papers, 16 unique measures were identified.

Cohen’s Kappa for the title/abstract screening was 0.51, sig
nifying moderate agreement between reviewers. Most discrep
ancies arose from papers employing the Illness Perception 
Questionnaire (Weinman et al., 1996), of which the “Identity” 
subscale does not correspond to the construct of personal iden
tity specified for this review. After discussion, the team agreed 
to exclude these papers from further analysis. Cohen’s Kappa 
for full-text screening was 0.84, indicating strong agreement.

Overview of paper characteristics
Each paper was assigned a unique code, which is presented in 
Table 2 alongside a summary of the included papers. Papers 
were published between 1987 and 2024, with the majority 
after 2014 (n¼31). There were 16 LTC-P observed in the 
papers. Type 1 diabetes was the most investigated LTC-P 
(n¼ 10), followed by congenital heart disease (n¼9), HIV 
(n¼ 5), and MS (n¼5).

Across all papers, 9,486 participants were included with an 
age range of 13–83 years. However, only five papers provided 
separate data for participants in the age range 16–24 years, 
representing 383 participants from the overall sample. Seven 
papers were longitudinal, with the remaining employing a 
cross-sectional design. Papers were mainly based in Belgium 
(n¼ 12) and the United States (n¼10).

Table 3 presents the definitions of identity presented in the 
included papers. In reviewing the definitions of identity 
across the included papers, 12 did not provide an explicit 
definition of identity (01,02,03,05,06,10,12,15,24,29,32,34), with one 
using the term identity interchangeably with self-concept 
(15). The remaining papers offered different definitions of 
identity, as summarized below. Eleven papers explicitly refer
enced Erikson’s (1968) theory of identity development 
(13,14,19,21,26,28,30,31,36,37), highlighting identity development 
as a process involving crisis, exploration, and commitment. 
Five papers (04,07,08,09,16) conceptualized identity as a sense 
of continuity, stability, and uniqueness across time and life 
changes, most commonly citing Bosma and Kunnen (2001). 
Six papers (07,11,21,22,27,34) adopted a lifespan approach to 
explaining identity, and its dependence on social and contex
tual factors. Eight papers focused specifically on adolescence 
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and emerging adulthood as critical periods for identity explo
ration across multiple life domains, emphasizing identity as 
domain-specific and evolving through exploration 
(14,17,18,19,20,21,23,25). Additionally, two papers framed iden
tity as multidimensional, encompassing various elements of 
the self (11,35).

Overview of measure characteristics
Table 4 presents an overview of measures included in this 
review. A wide variety of theoretical concepts and frame
works informed the development of measure items. Five 
measures (Ego Identity Incomplete Sentence Blank [EI-ISB], 
Extended Objective Measure of Ego Identity Status [EOM- 
EIS], Ego Identity Process Questionnaire [EIPQ], EOM-EIS- 

2, and Objective Measure of Ego Identity Status [OM-EIS]) 
drew on Ego Identity Status theory (Erikson, 1968; Marcia, 
1966), while two (Illness Identity Questionnaire [IIQ] and 
Accepting Diabetes and Personal Treatment [ADAPT]) were 
informed by Illness Identity Theory (Charmaz, 1995; Oris 
et al., 2018). The centrality of stigmatizing attributes to iden
tity was explored in two measures (Collective Self-Esteem 
Scale [CSS] and HIV Centrality), based on work by Quinn and 
Chaudoir (2009). One measure (DIDS) reflected the five 
dimensions of identity development presented by Luyckx et al. 
(2008), and another (Identity Reconstruction Assessment 
Scales [IRAS]) drew from qualitative research on identity 
reconstruction (Yoshida, 1993). Additional measures were 
informed by extensive review of stigma literature and clinical 

Figure 1. PRISMA flow chart. PRISMA ¼ Preferred Reporting Items for Systematic Reviews and Meta-Analysis.
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Table 3. Definitions of identity provided in included papers.a

Code Author (year) Definition of identity

04 April et al. (2022) “Identity is often thought of as a singular concept describing a collective aspect of who we 
are.”

07 Calandri et al. (2019) “. . .defined by psychological literature as the sense of continuity and oneness which everyone 
experiments during one’s life, in spite of the continuous changes in their biological, psycho
logical, and social lives.”

08 Calandri et al. (2018) “Identity is the sense of continuity and oneness that everyone experiences during one’s life 
despite the continuous biological, psychological, and social changes (Bosma and Kunnen, 
2001).”

09 Calandri et al. (2020) “Identity has been defined as the sense of uniqueness and continuity over time that everyone 
experiences during one’s life despite the continuous changes in biological, psychological, 
and social aspects of life (Bosma and Kunnen, 2001).”

11 Commissariat et al. (2023) “Identity is a framework housing one’s self-concept, self-esteem, relationship roles, values 
and future potential; it is further shaped by supplementary influences such as environments, 
personal experiences, expectations and perceptions of others.”

13 Gavaghan & Roach (1987) “According to Erikson (1968), adolescents achieve a sense of identity by going through 
“crisis” periods in which they explore and question values, beliefs, and goals previously 
accepted from parents and others. They then develop and make commitments to their own 
personal set of goals, values, and beliefs”

14 Geuens et al. (2023) “Adolescence and emerging adulthood are two such critical phases, during which youth must 
work on their identity development (Arnett, 2000; Erikson, 1968) Achieving a strong iden
tity is considered a daunting challenge for contemporary youth (Arnett, 2000; Luyckx & 
Seiffge-Krenke, 2009; Oris et al., 2016).”

16 Graziano et al. (2020) “Identity is the sense of uniqueness and continuity over time that everyone experiences during 
one’s life despite the continuous changes in biological, psychological, and social aspects of 
life (Bosma and Kunnen, 2001).”

17 Harper et al. (2013) “The formation of an individualized identity is considered by many theorists to be the pri
mary developmental goal of the adolescent years.”

18 Holmbeck & Kritikos (2022) “In addition, emerging adulthood is a critical period of identity development with youth 
exploring and experimenting with different options across different functioning domains 
(e.g., occupational and social relationships)”

19 Hosek, Harper & Robinson (2002) “The formation of a sense of identity is considered by many theorists to be the primary devel
opmental goal of the adolescent years (Adams et al., 1992). Erikson (1950) described ado
lescence as the period in the lifespan during which an individual must establish a sense of 
personal identity and avoid the dangers of identity diffusion and role confusion.”

20 Ingersgaard et al. (2022) “Key developmental processes of identity formation take place during adolescence and 
emerging adulthood.”

21 Lugasi et al. (2013) “Adolescence is a period during which the individual experiences a crisis that is resolved by 
making commitments concerning the future in the domains of occupation, religion, and 
ideology. Identity development does not take place in a vacuum and can be greatly influ
enced by the personal and social context in which individuals find themselves. Many 
researchers and clinicians consider the central task of adolescence to be identity formation, 
well delineated by Erikson’s theory of identity development”

22 Luyckx et al. (2018) “Identity constitutes a developmental construct that changes through the life-span, with most 
identity changes occurring in adolescence and the transition to adulthood.”

23 Meyer & Lamash (2021) “Developing identity is a central developmental stage during adolescence and young adult
hood. It shapes and is shaped by relationships with others, guides daily behaviors and 
choice-making, and is closely associated with well-being”

25 Oris et al. (2016) “Identity development constitutes a core developmental task during adolescence that may 
well extend into the late teens and twenties (a period known as emerging adulthood), due 
to the postponement of adult role attainment in current postmodern societies.”

26 Oris et al. (2018) “Inspired by Erikson’s (1968) seminal work on lifespan ego development, identity is viewed 
as the degree to which (i) an individual (manages to) integrates different self-assets into a 
coherent sense of self, and (ii) such a coherent sense of self translates itself into daily life 
and guides choices and values.”

27 Peters & Brown (2022) “Identity Theory defines personal identity as a set of meanings that characterizes the self in 
terms of group membership, social roles, and personal characteristics (Burke & Stets, 
2009). As such, an individual possesses multiple self-concepts that are interrelated to form 
an overall identity (Burke & Stets, 2009).”

28 Rassart et al. (2021) “One such developmental challenge is building a sense of identity, which requires young per
sons to integrate different self-assets into a coherent sense of self and commit to important 
life choices and goals (Erikson, 1968).”

30 Rassart et al. (2012) “An important developmental task for late adolescents is personal identity formation. Based 
on Erikson [1] and Marcia [2], Luyckx and colleagues have proposed an identity model 

that includes both the formation and the evaluation of identity commitments.” 
31 Raymaekers et al. (2020) “Identity formation is an important developmental task for adolescents in industrialized 

nations. While coping with rapid hormonal and bodily changes, they are confronted with 
life questions such as ‘Who am I?’ and ‘Who do I want to become?’ (Erikson, 1968).”

(continued)
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expertise (HIV Stigma Scale [HSS]), the Motivated Identity 
Construction Theory (Identity Motives Scale [IMS]; Vignoles 
et al., 2006), and Social Identity Theory (CSS; Tajfel & 
Turner, 1979). Others incorporated broader theoretical explo
rations of identity and self-concept (HIV-Positive Identity 
Questionnaire [HPIQ]), identity change across four domains 
(Identity change: amount and affective change), and mixed- 
method research on HIV-related identity changes (Impact on 
Self Concept Scale [ISCS]; Updegraff et al., 2002).

The study samples of the original measure development 
papers varied from adolescents, young adults, and older 
adults (range 13–82 years). Eight measures were developed 
for use with a normative population (DIDS, IMS, EI-ISB, 
EOM-EIS, EIPQ, EOM-EIS-2, and OM-EIS), five were specif
ically developed for individuals with HIV (ISCS, HPIQ, HSS, 
HIV Centrality, and CSS), one was developed for use with 
any chronic illness (Identity change: amount and affective 
change), one for those diagnosed with Type 1 diabetes 
(ADAPT), and one for MS (IRAS). Most measures were 
developed in English, although several have been translated 
into other languages (e.g., Dutch and German).

Across all papers identified for review, only three measures 
were used in more than one paper: 18 used the IIQ (Oris 
et al., 2016), 4 used the Dimensions of Identity Development 
Scale (DIDS; Luyckx et al., 2005), and 4 used IMS (Vignoles 
et al., 2006). The remaining 15 measures were used in a sin
gle study each.

Quality of design, methodology, and reporting
Using Cohen et al.s’ (2008) criteria for evaluating evidence- 
based assessment, only three measures were rated as “well- 
established,” with the remaining measures rated as 
“promising.” Quality was only assessed for these three, as 
the authors considered that analysis would only be meaning
ful where data were available from more than one study. 
Consequently, only the IIQ (Oris et al., 2016), DIDS (Luyckx 
et al., 2005), and IMS (Vignoles et al., 2006) were assessed 
for quality using an adapted COSMIN checklist version 1.0 
(Mokkink et al., 2018). Table 5 shows a summary of the 
quality assessment, and full COSMIN evaluations can be 
seen in online supplementary material 3. The content validity 
of all papers was synthesized using a narrative review and 
will be represented at the end of this section.

The included papers only rated four measurement proper
ties—structural validity, internal consistency, measurement 

invariance, and construct validity. Additionally, COSMIN 
requires the review team to create a hypothesis for testing 
construct validity; however, due to the diverse nature of con
structs and comparator instruments being captured in this 
review, we chose to only assess construct validity with regard 
to the hypothesis chosen by the authors of the studies.

Risk of bias: quality assessment of methodology
Only the measurement properties reported in the included 
papers are presented below; properties not shown were not 
assessed in those papers.

The IIQ received a “Very good” risk of bias rating for 
structural validity, internal consistency, and construct valid
ity. Only one study (Oris et al., 2018) looked at measurement 
invariance, receiving an “Adequate” score.

The DIDS received a “Very good” rating for structural val
idity, internal consistency, and construct validity.

The IMS received a “Very good” rating for construct valid
ity. It received a “Doubtful” rating for internal consistency 
due to papers reporting six subscales that contributed to a 
total score, but only providing a single Cronbach’s Alpha, 
making it unclear whether the subscales could be reliably 
interpreted on their own.

Overall ratings of psychometric properties of measures
The IIQ received a “Sufficient” rating for structural validity, 
internal consistency, and construct validity. Only one study 
(Oris et al., 2018) looked at measurement invariance, receiv
ing an “Indeterminate” score due to no multiple group factor 
analysis or differential item functioning analysis performed.

The DIDS received a “Sufficient” rating for structural val
idity, internal consistency, and construct validity.

The IMS received a “Sufficient” rating for internal consis
tency and construct validity.

GRADE evidence
The quality of evidence GRADE ratings was mostly influenced 
by risk of bias and indirectness. Structural validity was of 
“high” quality evidence across the IIQ and DIDS. The IMS did 
not report any structural validity assessments. Internal consis
tency for the IIQ and DIDS was “High,” whereas the IMS 
scored “Low” due to serious risk of bias (multiple studies of 
doubtful quality) and serious indirectness. The rationale for the 
risk of indirectness was that IMS studies included in the review 
were performed in populations aged 10–57 years, with averages 

Table 3. (continued)

Code Author (year) Definition of identity

33 Stepleman et al. (2017) “Identity is a conglomeration and expression of people’s stories about themselves and their 
connections to others that tie together differing aspects of their self-concept. It is a socially 
concocted and construed understanding of who one is, predicated upon how one came to 
be that way and with implications upon one’s aspirations for the future (Dunn & Burcaw, 
2013)”

35 Van Bulck et al. (2018) “Identity can be defined as the degree to which an individual integrates different self-assets 
into a coherent sense of self, which guides choices and values in daily life.”

36 Vanderhaegen et al. (2024) “Identity formation is a lifelong process but is particularly salient during adolescence and 
emerging adulthood (Erikson, 1968).”

37 Verschueren et al. (2020) “According to Erikson (1968), the task of identity formation is a continuous and lifelong 
process that peaks in adolescence and emerging adulthood. In these age periods, individuals 
are expected to make personal life choices and attain a set of self-identified values and 
goals, indicative of identity synthesis.”

a Only included papers that explicitly provided a definition of identity are shown.
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ranging from 25 to 38 years; this was deemed to be indirect as 
the current review is interested in those aged 16–24 years. The 
one assessment of measurement invariance for IIQ was 
“Moderate” quality due to a serious risk of bias (only one study 
of adequate quality). Quality of evidence for construct validity 
in the IIQ and DIDS was “High.” The IMS scored “Moderate” 
on construct validity due to serious indirectness for the reasons 
noted previously.

Narrative review of content validity
The content validity for all 16 measures, using the original 
measure development study or the study in which a measure 
had been heavily modified, as well as any further content val
idity performed in the review papers, was assessed by one 
reviewer (T.R.). One measure, the IMS, could not be assessed 
because the original referenced development papers (Manzi 
et al., 2010; Vignoles et al., 2006) did not clearly explain 
how the content aligned with the measure manual reviewed 
by the assessors and did not offer any validation information. 
Additional content validity of the IIQ was performed in 
two papers that reported translations of the measure into 
Danish and Hebrew (Ingersgaard et al., 2022; Meyer & 
Lamash, 2021).

Full details of content validity are presented in Table 6. 
Across the reviewed measures, expert involvement was often 
not reported. In the few instances where involvement was 
described, experts contributed through activities such as revi
sing items based on clinical experience or providing special
ized input during the development process. However, the 
specific roles, qualifications, and expertise of the experts 
involved were rarely detailed. As a result, while some engage
ment was reported, there appeared to be limited systematic 
engagement with professional expertise throughout the 
reviewed measures.

Similarly, lived experience involvement was frequently not 
reported. Where it was described, involvement typically took 
the form of feedback sessions with individuals who had rele
vant lived experiences; one measure specifically noted the use 
of cognitive debriefing (Commissariat et al., 2023). These 
contributions were intended to enhance the relevance, clarity, 
and acceptability of the measure items. Nevertheless, compre
hensive reporting on the nature and integration of lived expe
rience feedback was limited, again suggesting systematic and 
meaningful engagement with lived experience perspectives 
was not consistently prioritized across the measures.

COSMIN category of measures
Using an adapted COSMIN categorization, the IIQ and DIDS 
were placed in Category A (at least low-level quality evidence 
for sufficient internal consistency) and thus can be tentatively 
recommended for use in AYA with LTC-P. An important cav
eat in this recommendation is the need for content validity 
studies, using expert and lived experience voices, to be under
taken to ensure all measures adequately reflect the construct 
in the selected study population. While the IMS did demon
strate low-level evidence for sufficient internal consistency as 
required for Category A, the review team felt the lack of con
tent validity was sufficient to downgrade the level to 
Category B, requiring further research to assess the quality of 
the measure for use in AYA with LTC-P.

Discussion
We identified 37 papers reporting the use of measures of 
identity with individuals living with LTC-P aged 16–24 years. 
Across these studies, 16 unique self-report measures were 
used. Evaluation of the psychometric properties and meth
odological quality of the measures highlighted both strengths 
and limitations, offering valuable insights into how identity 
has been assessed in this population and how it could be 
measured in future research and clinical practice.

Recommendations
When selecting a measure, users should carefully consider the 
relevance of each instrument to their specific aims. The IIQ 
may be suitable when examining illness identity, but it may 
not capture the broader reconstruction and negotiation of 
identity for AYA following a diagnosis of LTC-P. Similarly, 
the DIDS assesses an individual’s stage of personal identity 
development and does not specifically address issues related 
to living with an LTC-P, such as the reaction to disrupted life 
trajectories (Hale et al., 2015; Kirk & Hinton, 2019) and 
shifts in social roles (Harris et al., 2003; Packham et al., 
2020). Neither measure was originally co-produced with 
experts or young people with lived experience, ensuring 
content validity. Although later translations of the IIQ incor
porated limited content validity testing for cultural and lin
guistic reasons (Ingersgaard et al., 2022; Meyer & Lamash, 
2021), future use, especially in unvalidated populations, 
should include a systematic evaluation of content validity to 
ensure appropriateness. The remaining 13 measures identi
fied in this review demonstrated promising assessment 
(Cohen et al., 2008). However, future validation studies are 
recommended before their widespread use, particularly for 

Table 5. Quality assessment using COSMIN by measure.

IIQ DIDS IMS

Overall  
rating þ/−/?

Quality of  
evidencea

Overall  
rating þ/−/?

Quality of  
evidencea

Overall  
rating þ/−/?

Quality of  
evidencea

Structural validity þ High þ High
Internal consistency þ High þ High þ Low 
Measurement invariance ? Moderate
Construct validity þ High þ High þ Moderate
COSMIN category A A B

Note. In the COSMIN evaluation, “þ” indicates sufficient assessment and “?” indicates indeterminate assessments. Empty cells in the table indicate that none 
of the included studies provided a relevant analysis for a measurement property. IIQ ¼ Illness Identity Questionnaire; DIDS, Dimensions of Identity 
Development Scale; IMS, Identity Motives Scale.

a Quality of evidence ratings: High, moderate, low, very low.
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measures developed some time ago, and/or within normative 
samples, as their content may not be fully applicable to con
temporary or specific populations.

Limitations of measures
A consistent limitation of measures included in this review 
was the lack of systematic assessment of content validity, par
ticularly for measures originally developed for use in norma
tive populations (e.g., “healthy” adolescents). Most measures 
were developed by applying theoretical frameworks (often 
developed for adult or normative populations) or by adapting 
items from existing measures, with only limited involvement 
from experts or individuals with lived experience. This gap in 
content validity risks measurement error and could limit clin
ical usefulness in these populations. Notably, the ADAPT 
measure (Commissariat et al., 2023), developed for individu
als with Type 1 diabetes, was the only tool to include cogni
tive debriefing and represented the most comprehensive 
approach to content validation identified in this review. To 
enhance validity and relevance, future measures should inte
grate input from both experts and AYA with lived experience 
through structured participatory methods (e.g., focus groups, 
Delphi studies, interviews, cognitive interviewing, and pilot 
testing) and report these processes transparently.

Many of the measures included in this review were devel
oped within the framework of developmental psychology, 
often drawing on Eriksonian theories of identity formation. 
While these theoretical models offer valuable insights into 
normative identity development across the lifespan, they may 
not fully capture the unique challenges faced by AYA living 
with LTC-P. For example, identity processes in this popula
tion may be shaped by factors such as disrupted life trajecto
ries (Hale et al., 2015; Kirk & Hinton, 2019) and shifts in 
social roles (Harris et al., 2003; Packham et al., 2020), experi
ences not typically reported in measures grounded in norma
tive developmental theory. As such, the direct application of 
these tools to clinical populations should be approached with 
caution, and further validation work is needed to determine 
their relevance to the lived experience of those with LTC-P. It 
is worth noting that some measures included in this review 
(April et al., 2022; Golub et al., 2013; Stepleman et al., 2017) 
explicitly address aspects of identity reconstruction, change, 
and growth in individuals living with LTC-P. These constructs 
may have important clinical relevance and could inform the 
development of targeted psychosocial interventions.

Limitations of papers
A further consideration identified in this review was the var
iation in how identity was conceptualized across the included 
studies. Although this review does not favor one definition of 
identity over another, it emphasizes the importance of con
ceptual clarity. While variation in theoretical framing is not 
inherently problematic, different conceptualizations can offer 
valuable perspectives depending on research aims, it is essen
tial that authors clearly articulate their definition and/or the
oretical model/s of identity. However, many papers failed to 
provide an explicit conceptualization of identity, making it 
difficult to assess the appropriateness of the measures used or 
compare results across papers. The lack of clarity around the 
construct aiming to be measured introduces ambiguity and 
undermines the validity and utility of the research. Clear com
munication of how identity is defined and understood is 

therefore critical, particularly when assessing populations 
whose identity development may differ from normative 
patterns.

Additionally, across the included studies, reporting of soci
odemographic characteristics was often limited or inconsis
tent. Data on religion were entirely absent, and information 
on race and ethnicity was sparse and, on occasion, conflated 
into a single category. Reporting of sexual orientation was 
similarly limited (only four papers reported this), and data 
related to sex and gender were frequently reported inter
changeably, despite representing distinct constructs. In sev
eral studies, sex and/or gender were reported only for a single 
category (e.g., percentage female), which meant it was not 
possible to determine if any transgender, intersex, or non- 
binary AYA were included in the sample. Socioeconomic sta
tus was most commonly reported on via educational attain
ment; however, this is of limited relevance for the AYA 
cohort considered in this review, as many AYA are likely to 
still be in education, to experience educational delays, or be 
in transition between educational stages. These limitations 
restrict the extent to which experiences of identity development 
among marginalized groups can be examined and highlights the 
need for future research to adapt more comprehensive and con
ceptually robust approaches to collection and reporting of soci
odemographic data.

Strengths and limitations of this review
This review provides the first systematic synthesis of identity- 
related measurement tools that have been used with AYA liv
ing with LTC-P. Adhering to COSMIN methodology, this 
review has produced a comprehensive and methodologically 
rigorous evaluation of the psychometric properties of included 
measures.

Several limitations should be acknowledged. First, the use 
of the COSMIN framework was applied in full to only three 
measures, as analysis would only be meaningful where data 
were available from more than one study. As a result, many 
of the measures identified remain in need of further psycho
metric evaluation.

Additionally, COSMIN’s stringent criteria, while promot
ing high standards in measure development, have been 
criticized as overly conservative (Rothmund et al., 2023; 
Smith et al., 2021). As many measures were developed prior 
to the publication of key methodological guidelines, they may 
have been undervalued in this review. Additionally, the reli
ance on COSMIN’s lowest-rating counts scoring approach 
may have overlooked more nuanced differences in methodo
logical quality across studies. Amendments were made to 
COSMIN scoring when necessary, e.g., by accepting evidence 
of factor structure from other studies to support internal con
sistency. The content validity assessment was conducted nar
ratively, due to COSMIN’s requirement for both lived 
experience and expert involvement in measure development 
for any rating above “low quality.” Similarly, due to the 
diversity in constructs assessed across measures, it was not 
feasible to generate consistent hypotheses for construct valid
ity testing, leading to an “indeterminate” rating for many 
studies that did not explicitly propose one. These adapta
tions, while necessary, may have underestimated some meas
ures’ strengths.

Further limitations relate to the scope and design of the 
review. Despite efforts to broaden the search strategy, incom
plete reporting, inability to contact authors, and exclusion of 
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non-English papers may have introduced cultural bias and 
limited the global generalizability of findings. Additionally, 
grey literature was not included, and the divergence of iden
tity constructs and measures prevented meta-analysis. 
Moreover, at the full-text screening stage, missing participant 
age ranges may have led to the exclusion of potentially rele
vant papers. Relatedly, while the review aimed to focus on 
the 16–24 age group, many papers included participants out
side of this range. As a result, some of the measures assessed 
may not have been developmentally appropriate for AYA or 
aligned with the specific identity tasks characteristic of this 
life stage.

Implications for future research, clinical practice, 
and measure development
Future research and measure development should be guided 
by the specific needs of both researchers and clinicians. To 
enhance the applicability and utility of existing measures, fur
ther psychometric validation is required, with appropriate 
modifications to ensure their relevance to clinical popula
tions. At present, weaknesses in validity limit the extent to 
which identity measures can support accurate clinical assess
ment or detect meaningful change following intervention. 
Particular attention should be paid to the 16–24 age group, 
as this developmental stage presents unique identity-related 
challenges (Sawyer et al., 2018) that may not be adequately 
captured by tools developed for older populations. There is 
also a clear need for the development of new measures, or the 
redevelopment of existing measures, grounded in the lived 
experiences of AYA and clinical perspectives. This approach 
will help ensure content validity. Additionally, measures that 
are co-produced with individuals with lived experience and 
healthcare professionals are more likely to be clinically mean
ingful and better suited to inform interventions (Flake et al., 
2017; Terwee et al., 2007). The development of such meas
ures should follow established best practice guidelines 
(Mokkink et al., 2018; Vet et al., 2011).

Review findings demonstrated that while identity has been 
addressed in a range of papers involving individuals with 
LTC-P, notable gaps remain in the literature. Certain popula
tions (such as chronic pain, e.g., fibromyalgia, endometriosis, 
and Ehlers–Danlos syndrome) were absent, suggesting a need 
for further research that includes these overlooked groups. 
Additionally, there is a particular need for the development 
of measures tailored to these under-represented LTC-P, which 
often span multiple diagnostic categories and are marked by 
diverse symptom presentations.

In addition, future papers should aim to evaluate key meas
urement properties that remain underexplored, including 
cross-cultural validity, measurement invariance, test–retest 
reliability, measurement error, criterion validity, and respon
siveness. Without robust evidence for these properties, iden
tity scores cannot be interpreted with confidence in research 
or clinical practice, nor used reliably to evaluate whether 
interventions are producing meaningful change. Notably, 
none of the reviewed measures examined the content of iden
tity itself, an important and underdeveloped area that could 
serve as a valuable direction for future research (Galliher 
et al., 2017).

Finally, given the established relevance of identity to a 
range of health-related outcomes, including psychological 
well-being, treatment adherence, and quality of life among 
AYA with LTC-P, it is crucial that psychometrically robust, 

gold-standard measures are developed for specific clinical 
populations. Such measures are needed to accurately assess 
identity-related experiences in these contexts and to better 
inform the development of targeted interventions. The crea
tion of these instruments should adhere to best practice 
guidelines for measure development set out by the COSMIN 
initiative (Mokkink et al., 2018; Vet et al., 2011) to ensure 
the psychometric and methodological rigor required of meas
ures, particularly if identity is to be considered a clinical 
outcome.

Conclusions
While the tentatively recommended IIQ and DIDS may be 
appropriate when their conceptualizations align with research 
aims, remaining measures within this review should be used 
with caution. Researchers must assess the relevance and com
prehensiveness of any measure before applying it to a given 
population and ensure that its content is comprehensible to the 
target group, taking into account condition-specific factors.
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