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Validation of the Italian Young Carer of Parents Inventory-Revised (YCOPI-R)

Purpose: Parental illness or disability has wide ranging impacts on offspring. Due to the
lack of an Italian contextually sensitive measure of youth caregiving, this study explored the
factor structure, reliability and validity of the Italian version of the Young Carer of Parents
Inventory-Revised (YCOPI-R). Materials and methods: 774 youth aged 11 to 24 (386
young carers and 388 young non-carers) completed a questionnaire regarding youth
caregiving, parental illness, caregiving context variables, and youth adjustment. Results:
The Italian YCOPI-R demonstrated good psychometric properties. Part A factor structure
was replicated while two new factors emerged for Part B: Caregiving Stigma and
Caregiving Resentment. Discriminant and convergent validity were evinced by
differentiation between young carers and non-carers and associations between YCOPI-R
factors and measures of caregiving activities and caregiving context. Predictive validity was
supported as most Italian YCOPI-R factors were related to poorer youth adjustment, while
Caregiving Confidence and Worry about Parents predicted higher levels of health-related
quality of life. Conclusions: The Italian YCOPI-R is a psychometrically sound measure of
caregiving experiences in Italian youth. Findings confirm the multidimensional nature of
youth caregiving, the mix of costs and rewards associated with it, and the link between

youth caregiving and diverse adjustment outcomes.

Keywords: young carers; Young Carer of Parents Inventory; parental illness or disability;

psychometric properties; scale validation; psychosocial impact
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Introduction

Children and adolescents who assume responsibilities associated with caring for a parent with an
illness or disability are referred to as young carers [1,2]. Estimates in the literature suggest that
approximately 5% to 15% of children and adolescents (aged 4-18) grow up with a parent who is
affected by a chronic illness [3—5]. In Italy 6.6% of youth aged 15-24 help an ill family member at
least once a week [6]. However, these numbers are likely to be an underestimation because of the
hidden nature of youth caregiving and the tendency for young people not to self-identify as carers
[7]. Furthermore, given the improvement in medical technologies, the increases in parental age at
conception, and the global rise in chronic illnesses, more young people are living with a parent with
serious chronic health problems [8,9].

Intensive youth caregiving increases the risk of negative psychosocial outcomes, including
poorer health-related quality of life (HRQoL) [10—12], worse mental and physical health and
restricted school and leisure activities [13—20]. On the other hand, youth caregiving is also
associated with positive psychosocial outcomes such as benefit finding related to the caregiving
role, increased perceived maturity and greater willingness to seek social support [17,21-24].

Despite the potential positive aspects of youth caregiving, the association between youth
caregiving and greater risk of mental and physical health problems is a public health concern —
many young carers report disadvantage through childhood, adolescence and young adulthood
[10,16,19,20]. Therefore, the plight of young carers is recognized as a growing social crisis that has
forced their inclusion on national and international political agendas. Hence, it is imperative that
research targets the welfare of young carers.

The most widely used instrument assessing young caregiving responsibilities and
experiences related to living with an ill parent is the Young Carer of Parents Inventory-Revised
(YCOPI-R) [1,25]. The measure was first developed in English in Australia in a two-phase study in
which youth caregiving themes were identified from qualitative research, and then an inventory

assessing those themes was created, and its psychometrics were examined [1]. Its psychometric
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properties were further analysed across three independent samples of youth (i.e., youth without a
family member with a serious health condition, youth of a parent with a significant medical
condition, and youth of a parent with multiple sclerosis). In this research new items were added to
the YCOPI that reflected young carers’ needs for information and support, a theme that emerged
from initial qualitative phase. Confirmatory factor analyses showed that these new items formed an
additional YCOPI factor that was called Caregiving Information/Support. From these
investigations, the final revised version of the instrument was obtained. Validity has been supported
through evidence of associations between YCOPI-R subscales and measures of caregiving activities
and context variables [1,18,19,26,27], and youth adjustment outcomes [1,25].

The YCOPI-R is a psychometrically sound and contextually sensitive measure of the nature
and breadth of youth caregiving experiences across a range of caregiving contexts [1,25]. In
addition, the YCOPI-R can be used to compare youth with chronically ill parents and youth with
‘healthy’ parents and to distinguish among different types of parental chronic illnesses (i.e.,
physical illness, mental illness or substance use) [19,26—-29]. The YCOPI-R has also been shown to
be sensitive to the effects of young carer interventions [19,28,30] and it has also been validated in in
a sample of Japanese young adult carers [31].

The YCOPI-R is composed of two sections: Part A investigates generic caregiving
experiences and responsibilities of youth irrespective of levels of family caregiving demands and
the presence or absence of an ill family member, while Part B specifically examines caregiving
experiences in the context of living with an ill parent. Part A includes six domains: Caregiving
Responsibilities, Perceived Maturity, Worry about Parents, Activity Restriction Global, Activity
Restriction Study/Work and Isolation). Part B is composed of five domains specific to caring for an
ill parent or other family member: Caregiving Guilt, Isolation, Confidence, Discomfort and
Information/Support needs. The YCOPI-R dimensions include both the costs (i.e., Caregiving
Responsibilities, Guilt and Discomfort) and rewards (i.e., Perceived Maturity and Caregiving

Confidence) of caregiving and highlight the complex nature of youth caregiving [1,25]. The
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dimensions of the YCOPI-R map and delineate the prominent themes associated with youth
caregiving. They are summarised in table 1.

The YCOPI-R has been utilized in studies with self-identified young carer samples [27] and
in research on children and adolescents who have an ill parent with no requirement for self-
identification as a young carer [1,32]. Given evidence that children do not always identify
themselves as carers, the lack of a widely agreed upon definition of young carer, and the large
number of children exposed to family health situations who report involvement in caregiving and
corresponding adverse psychosocial impacts, a restrictive definition of young carers was not used in
the present study. Instead, consistent with prior research in this field, youth were deemed ‘young
carers’ if they reported having a parent with a serious medical condition and or disability [1,33,34].

The only validated instruments that assess carers’ experiences [1,25,26,35,36] in the Italian
context have been validated for adult carers [37,38]. There are no published instruments for
assessing youth caregiving in the Italian context. Hence, the purpose of this study was to validate
the Italian version of the YCOPI-R by examining the factor structure, reliability, and validity of the
instrument in two different child and adolescent groups: youth of chronically ill parents and youth
of ‘healthy’ parents.

Materials and methods

Scale translation

A multistep approach was selected [39]. The original version of the YCOPI-R was first
independently translated by two authors and a bilingual translator. Ambiguities in these versions
were identified, and a reconciled forward version was created. This preliminary version was back
translated by one bilingual translator whose native language was English. This back-translated
version was submitted to the original author for approval. After applying a few suggested changes,
the Italian version of the YCOPI-R was administered to a pilot group of 30 youth to evaluate the
extent to which the instrument was clear and understandable. Final modifications were carried out

according to this pilot study.
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Participants and recruitment procedure

Consistent with guidelines for conducting factor analyses in validation studies, we used a ratio of 10
participants per item for ensuring an adequate sample size [40]. The original YCOPI-R is composed
of 44 items, therefore a minimum sample size of 440 participants was required in this study. The
inclusion criterion was 11 and 24 years of age. This age range has been used to define adolescents
and young people [41]. Exclusion criteria were insufficient command of Italian, severe somatic
diseases, and cognitive disabilities that were evaluated by researchers through an interview before
study enrolment. Participants were recruited through information brochures and posters displayed in
primary and secondary schools, universities, libraries, youth groups (e.g., music and sporting
groups), illness-related local community organizations (e.g., cancer, epilepsy, diabetes,
cardiovascular disease and multiple sclerosis self-help and family support groups), and waiting
rooms of health facilities (i.e., general practitioner, hospital and specialist clinics). Participation was
also advertised through social media and through a snowballing procedure whereby participants
were asked if they had any friends in similar circumstances who might like to participate. Potential
participants who showed interest in taking part in the study contacted the researchers by telephone
or email. Subsequently, a researcher administered the hard copy questionnaires face-to face after the
required informed written consents were obtained by both parents if youth were underage or by
youth themselves if they were 18 years old or above. The variation in recruitment methods
precluded calculation of an overall response rate. For the purposes of this study, we report on data
from only two sections of the questionnaire: section I was completed by all participants and
included demographics, YCOPI-R Part A and youth adjustment outcomes; section Il was completed
by only young carers and included YCOPI-R Part B and other items examining aspects of living
with a chronically ill parent. The study was approved by the University of Bologna ethics
committee.

Measures

Demographics and family structure variables
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Youth indicated their age (date of birth), gender, education, employment (“Do you have a paid part-
time job”’) and ethnicity, and provided information on dual or single-parent family, number of
family members, and number, gender and age of siblings.

Caregiving experiences

Validated in a sample of youth aged 9-20, the YCOPI-R [1,25] is a self-report instrument that
assesses caregiving experiences and is divided in two parts. Part A is composed of 26 items
measuring generic youth caregiving responsibilities and experiences and can be completed by all
youth irrespective of family caregiving demands. It contains 6 factors: Caregiving Responsibilities,
Perceived Maturity, Worry about Parents, Activity restriction Global, Activity Restrictions
Study/Work and Isolation. Part B includes 18 items assessing family caregiving experiences more
specific to youth who care for a parent with a significant medical condition and is therefore only
completed by children who have a parent with such a condition. It is composed of five factors:
Caregiving Guilt, Caregiving Isolation, Caregiving Confidence, Caregiving Discomfort, and
Caregiving Information/Support. The YCOPI-R can be used to assess youth caregiving in relation
to an ill family member other than a parent. The term “parent” can be changed to designate another
family member (e.g., sibling) or any family member (e.g., ill family member) and has been used
with these adjustments [e.g., 26]. All items are rated on a 5-point scale (0 strongly disagree to

4 strongly agree). Scores were averaged and higher scores on each subscales indicate greater
caregiving experiences and responsibilities. The Italian version of the YCOPI-R will from here-on
be referred to as the Italian YCOPI-R.

Parental illness variables

Information on parental illness was obtained by questions used in similar research [1]. Young carers
indicated which parent had a health condition (mother, father, both). If “both” was selected,
participants were requested to complete all questions with respect to the parent with the most severe
health condition. Seriousness of illness: youth rated the seriousness of their parent’s health

condition on a 5-point scale (1 not at all serious to 5 very serious). Illness duration: participants
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indicated the duration of their parent’s illness in years. Parental functional difficulty: participants
rated the extent to which their parent had difficulty performing daily activities (e.g., eating and
dressing) as a result of their illness on a 5-point scale (1 no difficulty, 3 some difficulty, 5 extreme
difficulty) [1]. lllness unpredictability: youth indicated the extent to which they agreed with 5 items
examining parental illness unpredictability (e.g., “My parent’s condition could change at any time
with little warning”). Items were rated on a 5-point scale (0 strongly disagree to 4 strongly agree)
[1].

Caregiving context variables

The following caregiving context variables were measured and have been used in prior young carer
research [1]. Amount of caregiving: youth reported how much help they gave their parent on a 5-
point scale (1 no help at all to 5 lots of help). Choice in helping the ill parent: participants rated the
extent to which they perceived they had a choice in helping their parent on a 5-point scale (1 no
choice to 5 free to make any choice). Daily contact: participants indicated whether or not they had
daily contact with their ill parent.

Caregiving tasks

The Youth Activities of Caregiving Scale (YACS) [26] is a self-report measure that consists of 28
items assessing specific caregiving tasks. All items are rated on a 5-point scale, ranging from 0

for No help at all, to 4 for Lots of help. It consists of four subscales: Instrumental Care (e.g., paying
bills and managing money, shopping, remembering things), Social/Emotional Care (e.g., helping
them when they feel bad, keeping them company, helping them when they are tired),
Personal/Intimate Care (e.g., dressing, going to the toilet, getting in and out of bed) and
Domestic/Household Care (e.g., preparing meals, chores outside the house, looking after other
children or family). The YACS has demonstrated good internal reliability (.74 to .92) and
convergent and criterion validity. It was validated with Australian young carers aged 10 to 25 who
had a parent or another family member with a chronic physical or mental illness [26].

Youth adjustment outcomes
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The following positive and negative youth adjustment outcomes were assessed: health related
quality of life and internalizing and externalizing problems.

Health-related quality of life (HRQoL). The Kidscreen-27 is a shorter version of the Kidscreen-52
[42,43] and consists of 27 items measuring child and adolescent HRQoL across five domains:
Physical Well-being (5 items; e.g., “Have you felt fit and well?”’), Psychological Well-being (7
items; e.g., “Have you been happy with the way you are?”), Autonomy and Parent Relations (7
items; e.g., “Have your parent(s) treated you fairly?”), Peers and Social Support (4 items; e.g.,
“Have you been able to rely on your friends?”), and School Environment (4 items; e.g., “Have you
been happy at school?”). Items are rated on a 5-point Likert scale (0 not at all to

4 extremely or 0 never to 4 always). Raw scores were used in the analysis to allow for maximum
variance [42]. Higher scores indicate greater HRQoL. The Kidscreen-27 was validated in a large
population-based sample of children and adolescents from several European countries, including
Italy, and it demonstrated adequate internal consistency, test-retest reliability and convergent and
divergent validity [43]. Its construct validity was recently replicated in a sample of children and
adolescents whose parents had a physical, mental, or substance abuse illness [11].

Internalizing and externalizing problems. The Internalizing and Externalizing Problem scales of the
Youth Self-Report (YSR) were used to assess emotional and behavioural functioning of children
and adolescents [44,45]. The YSR Internalizing scale reflects three dimensions: Anxious/Depressed
(i.e., fears, nervousness and feeling of being worthless), Withdrawn/Depressed (i.e., loneliness,
shyness and sadness) and Somatic Complaints (i.e., dizziness, vomiting and headaches). The YSR
Externalizing scale is composed of two factors: Rule-breaking Behaviours (i.e., antisocial
behaviours, substance use and lying), and Aggressive Behaviours (i.e., destructive behaviours,
disobedience and acting out). Items are rated on a 3-point scale (0 not true, 1 somewhat or
sometimes true and 2 very true or often true) and are summed to obtain a total score for
internalizing and externalizing symptoms, with higher scores indicating more problems. The Italian

version of the YSR has been validated [46]. The original YSR has demonstrated sound
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psychometric proprieties including test-retest reliability (.79 to .88), internal consistency (.67 to .83)
and good content, criterion-related and construct validity [45]. Raw scores were used in the analysis
as recommended by Achenbach and Rescorla [45].

Data analysis

Confirmatory factor analyses (CFAs) and exploratory structural equation modelling (ESEMs) were
performed with Mplus 8.3. All other analyses were conducted with the IBM SPSS version 24.
Factor analysis

As recommended by Marsh and colleagues [47], the first step was to verify the appropriateness of
the a priori factor structure of the YCOPI-R. Therefore, two confirmatory factor analyses (CFAs)
were carried out: one aimed to confirm the factor structure of the YCOPI-R Part A and was
conducted on the total youth sample (i.e., young carers and non-carers), while the other aimed to
confirm the factor structure of YCOPI-R Part B and was carried out on the young carer subgroup.
Analyses that yielded inadequate fit indices, were followed up with exploratory structural equation
modeling (ESEMs) [48]. ESEM has been developed in order to overcome CFA and exploratory
factor analysis (EFA) limitations by integrating benefits of both. Like EFA, ESEM allows items
with cross-loadings to load on other factors and, as with CFA, ESEM examines goodness-of-fit
statistics, offering a more realistic representation of the data [47,48]. All factor analyses were
estimated with the robust maximum likelihood estimator (MLR), while an oblique Geomin rotation
was used in ESEM analyses [47]. Model fit was assessed by inspecting goodness-of-fit indices and
the significance and magnitude of factor loadings. Loadings on the main factor had to be > .32 with
a p value < .05, and cross-loadings were considered meaningful at or above .10 with a p value <.05
[49]. We used the following goodness-of-fit indices: chi-square, the comparative fit index (CFI), the
Tucker-Lewis Index (TLI), the root mean square error of approximation (RMSEA), root mean
square error of approximation confidence interval at 90% (RMSEA CI), and the standardized root
mean square residual (SRMR). CFI and TLI values > .90, RMSEA values < .08, and SRMR values

< .09 are representative of a good model fit [50].
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Psychometric properties

Cronbach’s alpha was used to estimate the internal reliability of all measures, with values greater
than .60 considered acceptable, greater than .70 satisfactory and above .80 high

[51]. Intercorrelations among the YCOPI-R factors were also carried out. In addition, correlations
were used to investigate the relationship between Italian YCOPI-R factors and demographic, family
structure and parental illness variables. In order to examine the convergent validity of the Italian
YCOPI-R, correlations were conducted between the YCOPI-R Part A and Part B factors, caregiving
tasks and caregiving context variables. Discriminant validity was investigated by comparing carers
and non-carers on YCOPI-R Part A factors. Linear regressions were carried out on both the young
carer and non-carer subgroups in order to test the predictive validity of the Italian YCOPI-R. Part A
subscales (for both subgroups) and Part B subscales (for the young carer subgroup only) were
examined as predictors of youth adjustment (i.e., HRQoL, Internalizing and Externalizing
Problems).

Results

Sample characteristics

The sample consisted of 774 youth with a mean age of 17.86 years (range = 11 — 24). Just under
half (41.7%) were male. Almost all youth (98.7 %) were native Italian. Six participants were of
Ukrainian, Lithuanian, Brazilian, Polish, Albanese or Moldavian nationality. Of the total sample,
386 participants indicated they had a parent with an illness or disability, and they constituted the
young carer subgroup and 388 reported they had ‘healthy’ parents and they formed the non-carer
subgroup. Parental chronic illnesses or disabilities were classified according to the International
Classification of Diseases 11" Revision (ICD-11) [52] into: cancer (32.6%), type 1 and 2 diabetes
(15.5%), neurological diseases (11.8%), substance use (9.4%), rheumatic diseases (7.0%), mental
illnesses (5.6%), autoimmune diseases (4.0%), cardiovascular diseases (3.2%), gastrointestinal
diseases (2.9%), respiratory diseases (2.1%), physical disabilities and musculoskeletal diseases

(2.1%), infectious diseases (1.6%), diseases of liver, kidney and genitourinary system (1.6%), and
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others (0.6%). Descriptive data on young carers’ and non-carers’ demographics, family structure,
parental illness and caregiving context variables are represented in table 2.

Factor analyses

Factor analysis of the Italian YCOPI-R Part A

Fit indices of the CFA of the Italian YCOPI-R Part A were inadequate for the original six-factor
model: ¥2 (284) = 1122.515, p <.001; CFI = .874; TLI = .856; RMSEA = .062; RMSEA CI =
[.058, .066]; SRMR = .067. Therefore, we moved to ESEM analyses. To be consistent with the
original YCOPI-R Part A, we explored a six-factor solution. However, three items did not comply
with the criteria set for allocating an item to a specific factor and were eliminated — items 4, 11 and
19 belonging to the Perceived Maturity, Activity Restriction Global and Caregiving Responsibilities
subscales, respectively. A second ESEM was conducted on the remaining 23 items leading to a six-
factor solution with satisfactory fit: ¥2 (130) = 354.405, p <.001; CF1=.961; TLI = .924; RMSEA
=.047; RMSEA CI =[.041, .053]; SRMR = .025. The original six dimensions, with the exception
of the discarded items were confirmed (see table 3).

Factor Analysis of the Italian YCOPI-R Part B

Fit indices of the CFA for the Italian YCOPI-R Part B were inadequate for the original five-factor
model: ¥2 (126) = 582.829, p <.001; CFI1=.687; TLI = .620; RMSEA = .097; RMSEA CI = [.089,
.105]; SRMR = .096. Therefore, we moved to ESEM analyses. To be consistent with the original
YCOPI-R Part B, we explored a five factor solution. However, two items did not comply with the
item loading criteria and were eliminated — items 4 and 12 belonging to Caregiving Discomfort and
Caregiving Information/Support subscales, respectively. A second ESEM was conducted on the
remaining 16 items leading to a five-factor solution with satisfactory fit: x2 (50) = 93.935, p <.001;
CFI =.966; TLI=.919; RMSEA = .048; RMSEA CI =[.033, .062]; SRMR = .024. However, two
of the original dimensions (Caregiving Discomfort and Caregiving Isolation) were not maintained,
while two new factors emerged (see table 4). Two items from the original Caregiving Discomfort

factor (items 5 and 6) loaded together with the original Caregiving Isolation factor creating a new
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factor reflecting stigma, and was therefore labelled Caregiving Stigma (Items 5, 6, 10, 11). Two
other items from the original Caregiving Discomfort factor loaded together with item 16 creating a
new factor depicting a theme of resentment associated with caregiving and it was labelled
Caregiving Resentment (Items 1, 2, 16). Only two items from the original Caregiving
Information/Support subscale loaded on this factor reflecting needs for more information about the
ill parent’s condition and it was therefore re-labeled Caregiving Information (Items 13, 18). Finally,
the factors Caregiving Guilt and Caregiving Confidence were replicated in the Italian YCOPI-R
Part B. All aforementioned changes are summarised in figure 1.

Italian YCOPI-R descriptive data

Descriptive data for the Italian YCOPI-R factors for the total sample and two subgroups are
presented in table 5. Regarding Part A factors, the most strongly endorsed (i.e. the factor with the
highest mean) was Worry about Parents, as in the original version [1]. This was followed by
Perceived Maturity, Isolation and Caregiving Responsibilities. The two least strongly endorsed
factors were Activity Restrictions Global and Activity Restrictions Study/Work. This pattern was
consistent for both the young carer and the non-carer subgroups, however, young carers had higher
mean scores on all Part A factors.

As for Part B factors, Caregiving Information was the most strongly endorsed factor,
followed by Caregiving Confidence, Caregiving Guilt and Caregiving Stigma. Caregiving
Resentment was the least endorsed factor.

Internal reliabilities

The internal reliability data for the Italian YCOPI-R factors are presented in table 5. Four Part A
factors displayed high internal reliabilities (o > .80), while two had satisfactory values (.70 to .79).
All but two Part B factors exhibited good to high internal reliability: Caregiving Stigma (o = .66)
and Caregiving Resentment (o = .64) had acceptable Cronbach’s alpha values.

Correlations among Italian YCOPI-R factors
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All but three of the correlations among the Italian YCOPI-R Part A factors were positive,
significant and of a small to moderate magnitude (range = .14 to .56). The exception was Worry
about Parents which was not significantly correlated with three Part A factors. The mean
intercorrelation among all Part A factors was .25. A measure of the average shared variance was
obtained by calculating the mean of the squared root of correlations, which indicated that the shared
variance was 5%. Most of the correlations among Part B factors were also positive, significant and
of a small to moderate magnitude (range = .18 to .40). The only negative correlation was between
Caregiving Confidence and Caregiving Resentment. The mean intercorrelation among all Part B
factors was .19 (shared variance = 4%). As for the correlations among Part A and Part B factors,
most were also positive, significant and of a small to moderate magnitude (range = .10 to .33). The
only negative correlation was between Caregiving Confidence and Isolation. Mean intercorrelation
among Part A and Part B factors was .16 (shared variance = 4%). The mean intercorrelation data
suggest the YCOPI-R factors are empirically distinct but related.
Relationships between Italian YCOPI-R factors and demographic, family structure, and parental
illness variables
Weak but significant correlations emerged between one or more demographic variables and four of
the six Part A factors (see table 6). In particular, older age and female gender were significantly
related to higher Perceived Maturity and Isolation. Female gender was also associated with higher
Worry about Parents. Being a student was related to lower Caregiving Responsibilities and higher
Perceived Maturity. Regarding Part B, the only significant associations with demographics were
between female gender and higher Caregiving Stigma and Caregiving Guilt.

Four of the Part A factors were significantly and weakly correlated with one or more family
structure variables. Notably, single parent family was related to higher Caregiving Responsibilities,
Activity Restriction Study/Work and Isolation. None of Part B factors were related to family

structure variables.
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All of the Part A and Part B factors were significantly correlated with one or more parental
illness variables. Higher scores on most of the factors were significantly correlated with more
serious parental illness and functional difficulties, and higher illness unpredictability.

Validity analyses

Convergent validity

All Part A factors were positively and significantly correlated with the total YACS score which
assesses youth caregiving tasks (see table 6). These results were corroborated by significant
associations between all Part A factors and one or more caregiving context variables with one
exception, Activity Restrictions Study/Work. Three of the Part B factors were positively and
significantly correlated with the total YACS score and all of the Part B factors were related to one
or more of the YACS subscales. In general, regarding the significant correlations, caregiving
context variables reflecting higher demands were associated with higher scores on the Italian
YCOPI-R factors which is expected and is consistent with a similar pattern of correlations for the
original YCOPI-R. The one exception was the significant, albeit weak, inverse association between
Caregiving Resentment and Social/Emotional Care, indicating more engagement in this type of care
is associated with lower resentment about the caregiving role.

Discriminant validity

There were no significant differences between young carers and non-carers on demographics and
family structure variables. A multivariate analysis of variance (MANOVA) was conducted to
determine whether young carers differed from non-carers on the Italian YCOPI-R Part A factors.
The two groups were found to significantly differ, Wilks’ A = .95, F(6,767) = 6.69 , p <.001,n? =
.05. Univariate analyses revealed that compared to non-carers, young carers had higher scores on
Caregiving Responsibilities, F(1,773) = 11.85, p <.001, Perceived Maturity, F(1,773) =27.54, p <
.001, Activity Restrictions Global, F(1,773) = 16.67, p <.001, Activity Restriction Study/Work,
F(1,773) = 13.51, p <.001, and Isolation, F(1,773) = 7.10, p <.01. However, the two groups did

not significantly differ on Worry About Parents F(1,773) = .56, p = .45.
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Predictive validity

Linear regressions were conducted separately on the young carer and the non-carer subgroups to
examine whether the Italian YCOPI-R factors predicted the youth adjustment outcomes (total
HRQoL, Internalizing and Externalizing Problems). Results are summarised in table 7. Because
YCOPI-R Part B was only completed by young carers, regressions for the non-carer subgroup were
conducted only with Part A factors. These analyses indicated that in the young carer subgroup, the
Italian YCOPI-R Parts A and B predicted 40%, 38% and 12% of the variance in total HRQoL,
Internalizing Problems and Externalizing Problems, respectively. In the non-carer subgroup, the
Italian YCOPI-R Part A predicted 19%, 29% and 12% of the variance in total HRQoL, Internalizing
Problems and Externalizing Problems, respectively.

Three of the Part A factors emerged as significant predictors of one or more adjustment
outcomes. Isolation was the strongest predictor of poorer youth adjustment across all three
outcomes for both young carers and non-carers. Interestingly, for both subgroups Worry about
Parents significantly predicted higher HRQoL and lower Externalizing Problems. In addition,
Activity Restriction Global was significantly associated to lower HRQoL but only in the young
carer subgroup. On the other hand, Caregiving Responsibilities, Perceived Maturity and Activity
Restriction Study/Work were unrelated to all youth adjustment variables.

Regarding Part B, three factors predicted one or more adjustment outcomes in the young
carer subgroup. Specifically, higher Caregiving Guilt predicted an increase in Internalizing
Problems, and higher Caregiving Stigma predicted lower HRQoL. In contrast, higher Caregiving
Confidence was associated with higher HRQoL, while Caregiving Resentment and Caregiving
Information were not related to any of the youth adjustment variables. None of the Part B factors
predicted Externalizing Problems.

Discussion
This study was designed to validate the Italian version of the YCOPI-R. We examined the factor

structure, reliability, and validity of the instrument in two different child and adolescent samples:
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youth of a chronically ill parent and youth of ‘healthy’ parents. Results from factorial analyses
indicated that the Italian YCOPI-R Part A has the same factor structure as the original instrument
[24], while two new factors emerged in Part B: Caregiving Stigma and Caregiving Resentment.

The new Caregiving Stigma factor reflects the frequently documented youth reported stigma
difficulties associated with parental illness [13,17,53—55]. The emergence of this new factor might
also be indicative of cultural differences between the Australian context in which the original
YCOPI-R was developed and the Italian context. Young carers in Italy compared to those in
Australia may perceive more stigma associated with their caregiving role and their parent’s illness.
There is some evidence suggesting caregiving-related stigma may be more prominent in Italy than
in other cultures. For example, a European cross-sectional study based on a sample of 22,000 adults
indicated that self-reported perceived stigma in people with common mental disorders and
disabilities was highest in Italy compared to the other European countries involved (i.e., Belgium,
France, Germany, the Netherlands and Spain) [56]. A similar study showed that stigma associated
with depression was more intense in Italy than in Canada [57]. Finally, a study rating the level of
awareness around youth caregiving on a 7-point scale (7 being the lowest, 1 being the highest),
classified Italy as level 5 (i.e., Emerging awareness), while Australia and other Anglo-Saxon
countries had a much higher rating [58].

Emergence of the Caregiving Resentment factor reflects young carers’ feelings of anger and
resentment towards their caregiving role and related obligations, which is a theme that has been
neglected in the broader caregiving literature [59—61]. It may also reflect the resentment Italian
youth experience in caring for their parents which stands in contrast to the culturally embedded
delay in the transition of Italian adolescents towards adulthood [62]. Recent data shows that 84% of
Italian offspring (aged 16-29) are still living with their parents [63]. Moreover, evidence indicates
that Italian youth seem to “prolong their adolescence without taking on any responsibilities and in
this respect they have the support of their parents who do not ask for their active participation in the

daily running of the home” [64,p.12]. Hence, given the cultural context of offspring living at home
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longer and the expectation that they will be cared for by their parents, it is understandable that
Italian young carers may be vulnerable to feelings of resentment about their caregiving role.
However, it should be noted that Caregiving Resentment was the least strongly endorsed Part B
factor and evidenced a relatively low internal reliability coefficient.

Overall, the Italian YCOPI-R demonstrated adequate psychometric properties. All subscales
exhibited good internal reliability, with Cronbach’s alpha values decreasing only slightly for some
factors from the original version (Italian YCOPI-R, o = .64 to .84, vs original YCOPI-R o =.71 to
.91). The only values below .70 were displayed by the two newly emerged subscales in Part B:
Caregiving Stigma and Caregiving Resentment. Furthermore, the mean intercorrelation data
provided support for the validity of Italian YCOPI-R as its factors appeared to be empirically
distinct but related.

Convergent validity was supported by associations between the Italian YCOPI-R subscales and a
validated multi-item measure of caregiving tasks and a wide range of caregiving context variables.
These associations demonstrated that the YCOPI-R was sensitive to variations in the youth
caregiving context. In addition, the Itlalian YCOPI-R demonstrated good discriminant validity,
whereby young carers scored significantly higher than non-carers on all YCOPI-R Part A factors
(except Worry about Parents). These results are in line with the derivation study by Pakenham et al.
[1].

The majority of YCOPI-R factors predicted youth adjustment outcomes in both young carers
and non-carers, providing evidence for the instrument’s predictive validity. Most factors predicted
poorer adjustment. In contrast, Caregiving Confidence and Worry about Parents were related to
higher levels of HRQoL, corroborating the costs and benefits of youth caregiving. Overall, the
pattern of associations between the Italian YCOPI-R factors and adjustment outcomes was similar
to that evidenced by the original YCOPI-R [1].

Consistent with prior research [1,25], higher Caregiving Confidence was associated with

higher levels of HRQoL. This finding reflects the potential benefits of youth caregiving found in
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similar research [24]. Interestingly, the Worry about Parents factor was positively related to
HRQoL. One possible explanation for this finding is that worrying about the ill parent might reflect
greater engagement in the family and lead to adaptive coping processes which, in turn, increase
HRQoL. In support of this proposal, Pakenham et al. [1] found that Worry about Parents was
associated with greater reliance on the acceptance coping strategy. Moreover, a recent Italian study
demonstrated that when adult carers are engaged in the healthcare for the ill family member, they
are better able to reframe their role and, thereby, achieve balance between their caregiving role and
their broader life goals [65].

In view of the fact that only two of the eleven YCOPI-R factors changed in the Italian
context, the instrument appears to be robust with respect to cross-cultural application. Part A of the
measure seems to be particularly consistent across the Australian and Italian cultural contexts given
that the factor structure was maintained with minimal changes in item-factor loadings. Furthermore,
Part A demonstrated some stability in the Japanese context as well with half of its factors replicated,
except for the creation of an overarching factor including, Activity Restriction Global, Activity
Restriction Study/Work and some items from the Caregiving Responsibilities subscale relating to
caregiving practical tasks [31]. Even if further research on Part B is required, Caregiving
Confidence appeared cross-culturally as a consistent factor while the negative emotions around
young caregiving (i.e., guilt, discomfort, stigma and resentment) and the seek for
information/support related to it require additional studies to establish a stable structure. However,
it should be noted that the original and Italian validations, are based on samples of youth caring for
their ill parents while the Japanese sample is composed of young adults predominantly caring for
their grandparents and other family members.

This study has several limitations. First, the use of non-random sampling limits the
generalizability of findings. Second, given that the original YCOPI-R Part B required further work,

its Italian structure is tentative as well. In fact, even though Caregiving Information was the most
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endorsed Part B factor, it consisted of only two items. The recommended minimum number of
items for a factor is three [66].

Despite these limitations, this study has several strengths including the sample size, which
was higher than that recommended for validation studies [40]. In addition, the sample of youth
utilized in this study consisted of young carers of parents with mixed diagnoses, providing further
support for the generalizability of the Italian YCOPI-R. Future research should refine the factor
structure of the YCOPI-R Part B in order to strengthen its factors. Additional studies based on
random sampling are needed in order to further establish the generalizability of the instrument.

In conclusion, the Italian YCOPI-R is a psychometrically sound measure of caregiving
experiences in Italian youth. Findings confirm the multidimensional nature of youth caregiving for
carers and non-carers, the mix of costs and rewards associated with the caregiving role, and the link
between youth caregiving and diverse adjustment outcomes. The Italian YCOPI-R shows potential
utility in research designed to advance theoretical and empirical understanding of caregiving in
young carers and non-carers. The instrument may also assist in identifying young carers who are at
risk for mental health problems. The Italian YCOPI-R may also be used to evaluate young carer
support services and preventive interventions in the Italian context. However, although the original
YCOPI has been shown to be sensitive to intervention effects, longitudinal research is required to
establish the utility of the Italian YCOPI-R in evaluating support services for young carers. Given
the global rise in the number of youth caring for an ill or disabled family member, the hidden nature
of youth caregiving, the vulnerability of children and adolescents taking on adult caregiving roles
and the association between youth caregiving and greater risks for mental and physical health
problems, elevated youth caregiving is a significant public health issue. The YCOPI-R is a
psychometrically sound and contextually sensitive measure of youth caregiving that can be used to

inform theory, clinical practice, and service and public policy developments in this field.
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Table 1. YCOPI-R dimensions and themes.

YCOPI-R dimension

Theme

YCOPI-R, Part A

Caregiving Responsibilities
Perceived Maturity

Worry about Parents
Activity Restriction Global

Activity restriction Study/Work
Isolation

Refers to the psychological sense of duty or responsibility related to roles
involved in contributing to family functioning

Refers to the “adult child” theme and how taking on adult roles within the
family can foster a sense of independence and personal growth

Refers to worry and hypervigilance about the parent’s safety and health and
monitoring of their parent for signs of health changes

Refers to the interference of the caregiving role in many areas such as
leisure time and socializing

Refers to the interference of the caregiving role with school and/or work
Refers to feelings of aloneness and difficulties in sharing caregiving
experiences with others

YCOPI-R, Part B

Caregiving Guilt

Caregiving Isolation
Caregiving Confidence

Caregiving Discomfort
Caregiving Information/Support

Refers to relentless and inescapable caregiving, how young carers feel
compelled to care for their parent and the associated guilt when they engage
in non-caregiving activities

Refers to the “hidden” nature of youth caregiving and difficulties talking
about the parent’s illness or asking people for help

Refers to the positive outcomes of youth caregiving; the enhanced self-
efficacy through the development of new skills and knowledge

Refers to the distress and stigma associated with caregiving

Refers to young carers’ needs for support and information about their
parent’s medical condition and treatment

Note. YCOPI-R = Young Carer of Parents Inventory. Adapted from Cox & Pakenham (2014).



ITALIAN VALIDATION OF YCOPI-R 31
Table 2. Descriptive data on participants’ demographics, family structure, parental illness and
caregiving context variables (N = 774).
Young carers (n = 386) Non-carers (n = 388)
Variable % M (SD) Range % M (SD) Range
Demographics
Age years 17.78 (3.60) 11-24 17.93 (4.09) 11-24
Gender: male 40.40 43.00
Currently studying 87.00 80.70
Currently working 29.50 27.1
Family structure
Family size 4.03 (1.06) 29 4.12 (1.35) 2-7
Number of older brothers 1.15 (.40) 1-3 1.07 (.33) 1-3
Number of older sisters 1.15 (.41) 1-3 1.05 (.23) 1-2
Single parent family 6.00 5.80
Parental illness
[l mother 64.20
111 father 28.80
Both parents 7.00
[llness duration (years) 12.24 (12.84) 1-51
Seriousness of illness 2.95(.95) 1-5
Parental functional difficulty 2.01 (1.10) 1-5
[llness unpredictability 1.63 (.81) 0-4
Caregiving context variables *
Amount of help 2.95 (.81) 1-5
Choice in helping 3.37(1.32) 1-5
Daily contact with ill parent 89.40

Note.  Descriptive for caregiving tasks are reported in table 5.
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Table 3. Exploratory structural equation modeling factor loadings of the Italian YCOPY-R Part A.

Factors
Factors and items
1 2 3 4 5 6
Caregiving Responsibilities
20 Others expect me to help my parent(s) 407 .018 -.029 -.038 .120 120
21 My parent(s) expect me to help care for them 530 -.023 .021 .049 .034 .061
22 My parent(s) relies on me to help them with household chores .651 .004 .003 .086 -.018 .001
23 My parent(s) relies on me to do the shopping and budgeting .699 .000 -.004 -011 .047 -.059
24 T have to look after my other family members 458 -.025 -.040 110 .130 .025
25 My parent(s) relies on me for emotional support 588 .086 .093 -.053 -.049 -.004
26 My parent(s) relies on me to make sure our family is organized .693 .010 -.011 -.005 .001 .003
Perceived Maturity
5 I know more about looking after a household than other people my age 121 583 .056 122 -.036 -.075
6 I feel more like an adult than other people my age .006 970 -.041 .017 .001 .019
7 I am more grown-up and mature than other people my age -.029 .832 .009 -.077 .037 .038
Worry about Parents
1 I worry about my parent(s) .022 .005 729 -.095 -.003 .026
2 T always wonder if my parent(s) is/are safe .013 -.013 813 .021 .035 -.019
3 I worry about what will happen to my parent(s) -.029 .011 .853 .029 -.010 .003
Activity Restriction Global
8 Helping my parent(s) stops me from doing a lot of things that I want to do .000 .054 -011 .786 .024 .006
9 I miss out on a lot of activities because of my home responsibilities .027 -.001 .059 719 133 .006
10 I feel as though I am missing out on things that other people my age are
doing .005 -.013 -.035 545 -.010 .269
Activity Restriction Study/Work
15 I sometimes miss school/work because I have to help my parent(s) 011 .033 .002 -.037 .692 .004
16 Because of helping my parent(s) I sometimes feel too tired... .025 .008 018 .030 820 -.007
17 I sometimes feel tired at school/work because I have been helping ... .000 .002 021 .031 843 .008
18 Helping my parent(s) stops me from doing paid work .015 -.028 -.029 233 503 .012
Isolation
12 I wish that [ had other people to talk to about my feelings and worries 118 .019 076 .070 -.104 479
13 I sometimes feel alone .024 -.040 -.006 -.103 .006 .864
14. Other people do not understand me and my situation -.059 .107 -.004 .077 .047 710
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Table 4. Exploratory structural equation modeling factor loadings of the Italian YCOPI-R Part B.

Factors

Factors and items

1 2 3 4 5
Caregiving Stigma
5 1 find it hard explaining to my friends that my parent has an illness/disability 798 .007 -.017 -.053 .001
6 1 feel embarrassed about my parent’s illness/disability 433 -.039 310 .036 -.059
10 I do not talk to my family about my concerns..., I do not want to upset them 368 -.067 .039 107 143
11 I find it difficult to ask other people for help in my caring role when I need it 402 114 .170 .069 .031
Caregiving Confidence
3 I am good at helping my parent and I always know what to do... .052 .651 -.079 -.033 118
14 1 know exactly what to do to help my parent -.080 813 .049 .027 -.220
15 I am included in making decisions about my parent’s illness/disability 120 432 .064 .050 .030
17 I am confident that I can care for my parent .005 710 =212 -.032 -.003
Caregiving Resentment
1 I wish that someone else could care for my parent .042 -.032 586 -112 .087
2 I wish that I did not have to help my parent as much as I do .109 .021 .647 -.034 -.071
16 I wish there was someone who was able to look out for me -.067 .015 609 115 .073
Caregiving Guilt
7 1 feel guilty when I go out and have fun -.010 -.032 .091 .784 -.040
8 When I am out with friends I feel that I should be at home instead 121 .006 -.034 855 .026
9 I feel guilty when I don’t help out at home -.061 .074 -.035 348 244
Caregiving Information
13 I wish I had more information about my parent’s illness/disability -.036 -.019 .023 -.022 953
18 I wish the doctors would talk to me and explain things... 077 .025 .021 .074 .666
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Table 5. Cronbach’s alphas and descriptive data for the Italian YCOPI-R factors and other multi-
item scales (N = 774).
Young carers (n = 386) Non-carers (n = 388)
Scale ot M(sD) Range M (SD) Range  Total M(SD)
YCOPI-R, Part A
Caregiving Responsibilities 7 1.53 (.78) 0-3.9 1.34 (.79) 0-3.71 1.43 (.79) .80
Perceived Maturity 3 2.46 (91) 0-4 2.10 (1.01) 0-4 2.28 (.98) .84
Worry about Parents 3 2.89 (.85) 0-4 2.84 (91) 0-4.33 2.87 (.88) .83
Activity Restriction Global 3 1.08 (.89) 0-4 .84 (.74) 0-3.67 .96 (.83) 78
Activity Restriction Study/Work 4 53 (.71) 0-3.50 36 (.57) 0-3.25 A5 (.65) .84
Isolation 3 1.75 (1.05) 0-4 1.56 ((.94) 0-4 1.66 (1.00) .73
YCOPI-R, Part B
Caregiving Stigma 4 1.24 (.84) 0-4 .66
Caregiving Confidence 4 1.91 (.77) 0-4 73
Caregiving Resentment 3 .90 (.78) 0-3.3 .64
Caregiving Guilt 3 1.44 (.89) 0-4 .70
Caregiving Information 2 2.11(1.17) 0-4 .80
Total caregiving tasks 28 1.25 (.52) .07-2.96 1.12 (.53) 0-3 .89
Instrumental Care 7 1.14 (.72) 0-3.71 1.07 (.70) 0-3.57 a7
Social/Emotional Care 7 2.06 (.79) 0-4 1.87 (.86) 0-4 .85
Personal Care 8 43 (.61) 0-3.88 .30 (49) 0-3.50 .86
Domestic Care 6 1.53 (.67) 0-3.33 1.41 (.68) 0-4 .60
Total HRQoL 27 95.10 (15.64)  39-126 99.42 (12.78)  55-129 97.26 (14.44) 91
Physical Well-being 5 14.96 (3.61) 5-23 15.79 (3.13) 6-23 1537 (3.40) .76
Psychological Well-being 7 25.89 (5.17) 8-35 27.13 (4.47) 10-35 26.51 (4.87) .86
Autonomy & Parent Relations 7 25.65 (5.14) 10-35 26.68 (4.40) 11-35 26.16 (4.81) .77
Peers & Social Support 4 14.87 (3.65) 4-20 15.83 (3.20) 4-20 1535 (3.46) .84
School Environment 4 13.76 (2.75) 5-20 13.97 (2.65) 4-20 13.87 (2.70) .73
Internalizing Problems 31 15.75 (9.98) 0-53 12.91 (8.57) 0-39 14.32 (9.40) .90
Externalizing Problems 32 10.31 (6.85) 0-41 8.91 (5.90) 0-30 9.61(6.43) .83
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Table 6. Correlations among the Italian YCOPI-R factors, demographics, family structure, parental

illness and caregiving context variables.

YCOPI-R Part A

YCOPI-R Part B

1 2 3 4 5 6 7 8 9 10 11
YCOPI-R, Part A (N = 774)
1. Caregiving Responsibilities
2. Perceived Maturity 30%*
3. Worry about Parents 20%%  20%*
4. Activity Restriction Global 39%%k 4% .05
5. Activity Restriction Study/Work .43%*  14%* .06 S56%*
6. Isolation 24%%  D4%* .05 34x% Q5w
YCOPI-R, Part B (n = 386)
7. Caregiving Stigma 21%% 0 15%% 14%x 8%k 32Fk D6**
8. Caregiving Confidence Jd2% 0 24%% 0 Q0% -.04 -.03 - 15%* -.06
9. Caregiving Resentment 22%* 07 -.02 30%*  26%%  33%* A40%* - 10%*
10. Caregiving Guilt 23%% 0 1o¥*  25%* .07 0% 14%* 30%* .06 .20
11. Caregiving Information 2% .07 A7 -.01 -.00 .06 22%% 04 18%F  20%*
Demographics (N = 774)
Age 01 .19** .01 -06  -.02  .12%* .04 .02 .04 -.02 .08
Gender: male -03  -08*% - 16%* .03 00 -12%* -16%* .06 -10  -13** 01
Currently studying -.08*  13%* .03 -.03 -.06 .01 .04 .10 .01 -.07 .07
Currently working -07  -20%*  -.06 -.04 -.07 -.02 -06  -.02 -.02 .03 .01
Family structure (N = 774)
Family size -.01 -.02 -.05 07*  .08%* .01 -.09 .02 .01 .04 .05
Number of older brothers -10 -1 -.15 11 .07 -.07 -.15 .03 -.00 -.12 .02
Number of older sisters .08 .05 .07 .14 18* .06 -.15 .16 -13 .00 -.10
Single parent family .08* .03 -.01 .04 08*  10** .04 .05 .06 .08 .03
Parental illness (n =386)
[l mother .09 .05 .10 -06  -.08 .01 .02 1% - 11% 0 13%* .09
111 father -10%  -.08 -.04 .04 .05 -.06 -07  -.06 .05 -10  -.09
Both parents .00 .05 - 12% .04 .05 .08 08 -12*%  12¢ -07  -.01
[llness duration (years) .01 .06 -.12% .03 .10 .04 -03 5% -.07 -.08 .00
Seriousness of illness A5FE - 14%* .07 07 19**  -03 21*%% .04 09 19** 10
Parental functional difficulty A5*% .08 .00 A1 16** .06 Jde** .04 19%x 11F (15%*
[llness unpredictability 20%%  10* .09 19%% 26%F 11%* 35%% .00 30%x 29%*  30%**
Caregiving context (n = 386)
Amount of help A8¥*15%*%  [19** .05 .02 -10% 03 40%* -09 .16**  |12%*
Choice in helping -10% .01 .06 -12* 09  -.10% -08  12*%  -15%*% .09 .10
Daily contact with ill parent -.06 .03 -.01 .04 .06 3% .01 -.08 .06 -.05 -.06
Total caregiving tasks ASxE 31wk 28Fx 5%k 7k (QO* Jdexx  24%x 01 19** 10
Instrumental Care 39%%k 0 30%%  19**  25%k Q7% (]3%* Jd4% 0 19%% 08 A1 .08
Social/Emotional Care 5%k 20%%  38%* 09*  .10%* .03 05 28** - 12*%  18*F*  18**
Personal Care DS R 15 E .09% 27¥*  26%*  08%* 20%* .02 .10 3% .02
Domestic Care A0**  24%%  [5%x 1 gFF 22%x (1 09 22%* 01 .15%* .00

Note. *p <.05, * p <.01.
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Table 7. Linear regressions of Italian YCOPI-R Parts A and B factors predicting total HRQoL, internalizing and externalizing problems in the

young carer subgroup (n = 386) and non-carer subgroup (n = 388).

HRQoL Internalizing Problems Externalizing Problems
Variable
Young carers Non-carers Young carers Non-carers Young carers Non-carers
B B B B B B
YCOPI-R, Part A
Caregiving Responsibilities -.018 -.030 .081 .070 .086 .017
Perceived Maturity .002 .011 .032 -.004 .095 .020
Worry about Parents 141%* .096* -.011 .035 -.146%** -.103*
Activity Restriction Global - 157%* -.097 .082 .040 .045 .037
Activity Restriction Study/Work -.020 .030 .019 -.047 .003 .041
Isolation - 417%* -407** S521%* S526%* 267%* 314%*
YCOPI-R, Part B
Caregiving Stigma -.097* .012 -.027
Caregiving Confidence 178%* -.083 -.068
Caregiving Resentment -.059 -.044 .008
Caregiving Guilt -.048 .108* .005
Caregiving Information .070 -.084 -.044
F 23.743%* 15.897** 21.963** 27.323%* 5.912%* 9.401**
R? 40 19 38 .29 A2 12

Note. *p <.05, ™ p <.01. B = standardized beta coefficient.
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Figure 1. Item and factor changes in the Italian YCOPI-R Part A and Part B compared to the

original.
YCOPI-R Part A
|
| | | | ] |
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Note. Grey = discarded item or subscale; dotted line = factor not replicated in the Italian version;
bold line = new factor emerged in the Italian version; strikethrough = items moved to another factor

in the Italian version.



