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Abstract Internalized stigma and disclosure concerns are

key elements for the study of mental health in people living

with HIV. Since no measures of these constructs were

available for Spanish population, this study sought to

develop such instruments, to analyze their reliability and

validity and to provide a short version. A heterogeneous

sample of 458 adults from different Spanish-speaking

countries completed the HIV-Internalized Stigma Scale

and the HIV-Disclosure Concerns Scale, along with the

Hospital Anxiety and Depression Scale, Rosenberg’s Self-

esteem Scale and other socio-demographic variables.

Reliability and correlation analyses, exploratory factor

analyses, path analyses with latent variables, and ANOVAs

were conducted to test the scales’ psychometric properties.

The scales showed good reliability in terms of internal

consistency and temporal stability, as well as good sensi-

tivity and factorial and criterion validity. The HIV-Inter-

nalized Stigma Scale and the HIV-Disclosure Concerns

Scale are reliable and valid means to assess these variables

in several contexts.

Resumen El Estigma Internalizado y el Miedo a Comu-

nicar el Diagnóstico son clave para el estudio de la salud

mental en personas con VIH. Dado que no existı́an herra-

mientas para evaluarlos en población española, el propósito

de este estudio fue desarrollar tales escalas, analizar su

fiabilidad y validez y proporcionar una versión abreviada.

Una muestra heterogénea de 458 adultos de diferentes

paı́ses hispanoparlantes completaron la Escala de Estigma

Internalizado-VIH y la Escala de Miedo a Comunicar el

Diagnóstico-VIH, junto con la Hospital Anxiety and

Depression Scale, la Escala de Autoestima de Rosenberg y

otras variables socio-demográficas. Para evaluar las pro-

piedades psicométricas de las escalas desarrolladas, se

realizaron análisis de fiabilidad, correlacionales y facto-

riales exploratorios, ası́ como modelos de rutas con varia-

bles latentes y ANOVAs. Las escalas mostraron buena

fiabilidad en términos de consistencia interna y estabilidad

temporal, ası́ como buena sensibilidad y validez factorial y

referida a criterio. La Escala de Estigma Internalizado-VIH

y la Escala de Miedo a Comunicar el Diagnóstico-VIH

constituyen medios fiables y válidos para evaluar estas

variables en diferentes contextos.

Keywords HIV internalized stigma � HIV disclosure

concerns � HIV stigma assessment � Spanish

Palabras Clave Estigma internalizado por VIH �
Comunicación del diagnóstico de VIH � Evaluación del

estigma por VIH � Español

Introduction

Although HIV infection is now conceptualized as a man-

ageable chronic condition rather than a death sentence [1–

3], People Living with HIV (PLH) are still more likely to

experience depression, suicidal ideation, stress, stigma,

isolation, and marginalization [4]. Furthermore, they are

more likely to experience discrimination than those with

other chronic conditions [5]. Social stigma and fear of HIV

disclosure are often key challenges for PLH [6–10], thus it

is necessary to have adequate assessment procedures to
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measure these constructs and prevent their effects. Since

there were no assessment instruments for the measurement

of HIV internalized stigma and disclosure concerns avail-

able for the Spanish population, the main objective of this

study was to develop and validate such assessment

instruments. First, however, we will clarify the meaning

and importance of these constructs and review the avail-

ability and adequacy of existing instruments.

HIV Stigma Constructs

HIV stigma refers to the socially constructed and shared

knowledge about the devalued status of PLH, who as a

result are subject to prejudice, discounting, discrediting,

and discrimination [11]. It is based on the view that the

individual is responsible for contracting the virus, which is

regarded as fatal, highly contagious and eventually leading

to significant physical decline and sometimes death [12].

HIV stigma can manifest itself at the structural, the societal

and the individual levels; the latter level is where explicit

biases have decreased but more subtle forms of stigma

persist [13].

HIV stigma has recently been conceptualized as a fun-

damental cause of health inequalities [9], as it influences

the resources, conditions, social relationships, coping

strategies and self-esteem of PLH, which in turn can lead to

poorer health outcomes. Studies show a relationship

between high HIV stigma and less involvement in HIV

counseling, delayed health care seeking, lower treatment

adherence, faster disease progression and poorer mental

health (e.g., depression, lower satisfaction with life) [14–

20]. There are mixed results regarding gender differences

in stigma [11, 22], and a tendency to decrease has been

found as the years living with HIV, the years on

antiretroviral therapy (ART) and age increase; similarly,

lower levels in stigma are associated with having a high

school graduation or greater and being currently employed

[21].

The construct of stigma is complex, and a variety of

types of stigma are defined in the literature [19, 22]. From

the perspective of the HIV-negative person, stigma can be

either perceived or enacted, whereas from the PLH per-

spective it can be internalized, perceived and experienced

[23]. Although our study will focus on internalized stigma,

we will first define experienced and perceived stigma for

clarification.

Experienced stigma (ES) refers to the personal experi-

ence of stigma (i.e., experiences of prejudice, stereotyping,

and discrimination) and thus involves interpersonal actions.

Perceived or felt stigma (FS) concerns the subjective

awareness of stigma in the society or local community [11,

24, 25]. Logically, PLH experiencing a high degree of FS

would be more likely to protect themselves against possible

ES by means of disclosure avoidance [11]. It is not sur-

prising, then, that although FS is widely commonplace, ES

is considerably less prevalent [3, 13].

Internalized Stigma

Internalized HIV stigma (IS), also called self-stigma, rep-

resents the devaluation and discredit of oneself based on

one’s stigma [14]. It is regarded as a process ‘‘in which

stigmatized persons accept the negative views that others in

society hold about them and incorporate those views into

their self-concept’’ [19]. IS is characterized by negative

feelings about the self, identity transformation and mal-

adaptive behavior, which stem from the person’s experi-

ences, perceptions or anticipation of negative social

reactions [26]. A higher degree of IS indicates a tendency

to feel guilty, accept stigmatization from others and justify

their discriminatory behaviors [13]. Although IS is theo-

retically closely related to FS, the correlation between them

is only moderate, suggesting they are different aspects or

dimensions of stigma [19].

It has been claimed that IS may have even more severe

consequences than FS or ES [19, 27, 28], as depression is

related to IS but not to actual experienced discrimination

[22] and those who experienced ES have a good quality of

life, as opposed to those with a higher IS [13]. Addition-

ally, IS is associated with anxiety, guilt, shame, worth-

lessness, hopelessness, embarrassment, suicidal thoughts

and low self-esteem, as well as with substance abuse, poor

social support, social isolation, poorer adherence to treat-

ment, low psychological, physical, social and environ-

mental quality of life, faster disease progression and risky

sexual behavior [3, 12, 17, 18, 20, 27, 29–32]. Moreover,

IS tends to be higher among men in general [11], the

recently diagnosed and those who have not attended an

HIV-related support group or activities [12], since support

groups help deal with stigma in a multidimensional way,

decrease social isolation and feelings of shame and provide

opportunities for disclosure rehearsal [28]. These findings

highlight the importance of considering IS both in research

and in clinical settings.

Disclosure Concerns

Disclosure concerns (DC) are highly related to stigma in

general [1, 33], and more specifically have been theorized

to constitute the basis of FS and IS [11]; thus, receiving

support after disclosure of serostatus plays a key role in the

reduction of stigma. Another approach [22] suggests that

FS is likely to internalize if there is a lack of social support,

implying that a higher level of social support reduces social

isolation, which in turn decreases DC. A third approach

suggests that IS hinders disclosure, which in turn reduces

94 AIDS Behav (2017) 21:93–105

123



received support [3]. To our understanding, it is possible

that all the aforementioned processes occur, perhaps in

different phases or stages. For example, it could be that felt

normative stigma is learned in the form of vicarious stigma

(e.g., listening to other people’s comments, jokes or sto-

ries) [11], establishing the basis for IS and DC. Depending

on the person’s experiences and personality characteristics,

a higher internalization of stigma may happen, leading to

higher DC. Also, positive disclosure experiences (e.g., no

rejection, receiving support) may reduce levels of FS, IS

and DC. This model involves a complex flux of influences

that work in several directions.

It is important to note that DC, although related to

stigma, are not limited only to those who have experienced

ES, but constitute a protective response for PLH regardless

of their actual experiences of stigma [13], are related to

treatment adherence [32] and can accelerate the pace of

HIV/AIDS [28]. Not only are DC related to IS and

depression [34], but they also fully mediate the relationship

between FS and depression, and partially mediate the

association between IS and depression [11]; the same work

highlights the fact that providing support to PLH for dis-

closure of their serostatus is essential to reduce stigma.

Reducing DC and stigma, in turn, would lead to improved

physical and mental health outcomes for PLH, an essential

objective in the field of Health Psychology.

HIV Stigma Measures

Valid and reliable instruments for measuring HIV stigma

and DC are needed in order to develop interventions for

stigma reduction and to evaluate the effects of such inter-

ventions [35]. A review of the HIV literature during the

past 15 years reveals studies in which some effort has been

made regarding definition and differentiation of IS and DC

constructs [11, 13, 19], but a lack of clarity remains, and

measures often include items which refer to related but

different stigma concepts. For example, Kingori et al.’s

Felt Stigma Scale [22] was intended to measure FS but the

content of its items also resembles ES, as two of the factors

that emerged show: Ostracizing and Discrimination. The

Van Rie HIV/AIDS-related Stigma Scales are another

example: comprising 20 items and validated in Thailand

[36] and the USA [37], they do not take into account the

different stigma types and fail to represent IS and DC.

Although the authors included content related to shame,

guilt and disclosure, the phrasing of the items provided two

FS subscales: one for the community perspective and one

for AIDS patients’ perspective.

Something similar happens in stigma measures specifi-

cally designed to measure IS and DC. For instance, Sayles

et al.’s 28-item IS scale includes items that refer to general

stereotypes held by society (FS), DC, and experienced

discrimination (ES). The only domain that measures IS as

defined here was an unexpected dimension labeled self-

acceptance, and most of those items referred to DC and the

degree to which one’s family is comfortable talking about

HIV [38].

The HIV Stigma Scale, which has been validated in the

USA [25, 39], the Netherlands [40], Canada [21] and Swe-

den [35], is another example. It includes an eight-item DC

subscale and a seven-item negative self-image (IS) subscale,

both with item content we deem appropriate. However, it

was supposed to measure perceived stigma (FS). Indeed,

when adapted for Spanish-speaking Latino populations in

Peru [41], Dominican Republic [42] and Puerto Rico [43], it

was renamed the HIV Felt-Stigma Scale, although it still

comprised factors related to ES, DC and IS. We aim to

clarify the extant confusion and elucidate specific factors of

stigma in our own scale development.

Kalichman et al.’s Internalized AIDS-Related Stigma

Scale [29] constitutes a good and important effort towards IS

assessment, as the construct is well defined and delimited. It

is a six-item measure initially validated with populations in

South Africa, Swaziland and the USA, and was later vali-

dated with populations in Uganda [44] and Ireland [45]. Four

of its items clearly measure IS, but the other two (‘‘It is

difficult to tell people about my HIV infection’’, ‘‘I hide my

HIV status from others’’) could be assessing DC or FS, as

difficulty to disclose or disclosure avoidance can stem from

a high degree of FS. That is, a person could live in a highly

stigmatizing environment and therefore have a high level of

FS and try not to disclose, despite their actual degree of IS.

The Internalized Stigma of AIDS Tool (ISAT) consists of 10

items and was validated in the USA [19]. This scale also

includes items that do not necessarily measure IS (e.g., ‘‘I

feel like I have to hide my illness’’, ‘‘I try to hide that I have

HIV’’), but could be measuring DC or FS.

Other measures have more accurately clarified the IS

construct. For example, the HIV/AIDS Stigma Instrument-

PLWA (HASPI-P), validated in African settings [33],

includes a 5-item subscale named ‘negative self-percep-

tion’ that we believe represents IS with clarity, as does

Steward’s et al. 10-item Internalized stigma scale [11],

designed for an Indian population.

Apart from the widespread lack of construct clarity,

there are other problems with some of these stigma mea-

sures. A recent review of IS measures by Stevelink et al.

[46] found problems regarding internal consistency, relia-

bility, construct and criterion validity, interpretability,

responsiveness, and floor and ceiling effects. When scale

authors have addressed these matters, either the results

have not been good (e.g., low reliability coefficients) or the

procedures have not been appropriate (e.g., sample not

large enough for factor analysis) (see the review for

specific information).
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Only the HIV Stigma Scale has been adapted for a

Spanish-speaking population in three Latino contexts—

Peru [41], Dominican Republic [42], and Puerto Rico

[43]—, and we have mentioned the limitations of this

scale. To our knowledge, there are no IS and DC scales

available for Spanish-speaking populations in Spain and

Latin America. Thus the objective of this study was to

develop and ascertain the psychometric properties of two

measures, one for IS and one for DC, in Spanish and Latin

American populations.

Study Objectives and Hypotheses

In developing this study, we considered a few key issues.

The first issue is that the experience of HIV stigma can

vary across cultures [11]. Thus cultural adaptation of the

scales was important to ensure content validity [22, 46].

Secondly, consideration was given with regard to the

research and clinical contexts in which this scale might be

given. Thus efforts, were made to minimize partici-

pant/patient burden [40]. Thirdly, since different types of

stigma have different consequences for PLH [11] it is

important to distinguish between them in research [22]. We

resolved to design two different measures but, resulting

from the lack of construct clarity present in the literature,

we decided to initially treat them as one with regard to

factor analyses. We then planned to ascertain if, as we

think, they are different but related constructs or if, con-

versely, they are one construct. Lastly, we followed the

recommendation to use measures of related constructs to

ascertain construct validity [22], and thus we included

anxiety, depression and self-esteem measures in our study,

all of which have been widely used for validation purposes

(e.g., [24, 30, 32, 35]).

From the previous objectives and considerations, the

following hypotheses are derived:

H1 The IS and DC scales will be shown to be different

constructs, although positively related. We expect a mod-

erate Pearson correlation between IS and DC of r = .40–

.60 [25, 38, 39, 41, 43].

H2 The IS and DC scales will be positively related to

depression and anxiety and negatively related to self-es-

teem. We expect a higher correlation of depression to IS

(around r = .30–60) than to DC (around r = .0–25), as

previously found in literature [11, 19, 29, 41–44], and we

predict a similar correlation will occur with anxiety. Self-

esteem will similarly have a higher negative correlation to

IS (around r = .40–.60) than to DC (expected to be non-

significant or below r = .25) [25, 39, 42].

H3 The IS and DC scales will be sensitive to gender, age,

time since diagnosis, educational level, nationality,

connection to an HIV-related NPO, treatment status (i.e.,

on ART treatment or not) and treatment adherence. Much

like the extant literature, we expect that the IS and DC

scales will correlate negatively with age and time since

diagnosis, and that those with secondary education or

higher, who have a connection to an Non-Profit Organi-

zation (NPO), who are on treatment and who have good

treatment adherence will have a lower degree of IS and

DC. We expect cultural differences to emerge [32] but

since they have not been explored among these cultures,

we cannot be more specific.

Methods

Participants

A total of 458 participants were assessed during this valida-

tion study. The sample was obtained by a snowball approach.

Eighty-four local and national associations and groups from

Spanish-speaking countries were contacted online and asked

to distribute information about the study and a link for par-

ticipation through their online social networks. In order to

complete the questionnaire, the participants first had to read

the information page (in which they were provided informa-

tion about the research and the confidentiality of their

answers) and click on the acceptance button.

The descriptive statistics of the sample can be found in

Table 1. Most of the participants were male, homosexual,

Spanish, single, with a University degree, employed and

reported little economic difficulty in coping with HIV. The

majority had acquired the virus by means of sexual activity,

were taking HIV medication, and did not have any connec-

tion to a NPO. The mean age was 36.6 years (SD = 10.3;

range 18–75 years) and the mean time since HIV diagnosis

was 78.9 months (SD = 87.21; range 1–360).

Instruments

HIV Internalized Stigma Scale (HIV-ISS)

This scale, developed for this study, is a self-report instru-

ment in Spanish language that evaluates the level of inter-

nalized stigma related to HIV during the last month, and

consists of 10 items with a 5-point response scale (1 = never

or nearly ever, 2 = seldom, 3 = sometimes, 4 = fre-

quently, 5 = all or almost all the time). The total score of the

HIV-ISS is obtained by adding the 10 item scores, and ranges

from 10 to 50. A higher score indicates a higher level of

perceived internalized stigma. An English translation of the

HIV-ISS scale is presented in Appendix 1, and the original

Spanish scale is available from the authors upon request.
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HIV Disclosure Concerns Scale (HIV-DCS)

This measure, developed for this study, is a self-report

instrument in Spanish language designed to assess the level

of HIV-related disclosure concerns, and consists of 10

items with a 5-point response scale (1 = very little, 2 = a

little, 3 = somewhat, 4 = much, 5 = a great deal). The

total score is obtained by adding the 10 item scores, and

ranges from 10 to 50. A higher score indicates a higher

level of disclosure concerns. An English translation of the

HIV-DCS is presented in Appendix 2, and the original

Spanish scale is available from the authors upon request.

Hospital Anxiety and Depression Scale (HADS; [47])

This self-report measure is comprised of 14 items with a

4-point Likert-type scale (0–3), which form two 7-item sub-

scales, one for anxiety (HADS-A) and one for depression

(HADS-D). The scores of the Spanish version [48] have

shown adequate psychometric properties in different Spanish

populations [49–52], such as fibromyalgia patients [49, 52]

and has proven to be a good screening instrument to assess

anxiety and depression [50]. Cronbach’s alpha in the current

sample was .88 for the HADS-A and .87 for the HADS-D.

Rosenberg Self-Esteem Scale (RSE; [53])

This measure contains 10 items related to feelings of self-

respect and self-acceptance with a Likert-type scale

response format from 1 to 4. Half of the items are nega-

tively worded. It has been validated in Spanish in a variety

of clinical samples [54] and in University students [55],

showing adequate psychometric properties. Cronbach’s

alpha in the current sample was .86.

Sociodemographic Variables

Participants provided information on gender (male/female/

other), age, nationality, time since HIV diagnosis (years

and months), sexual orientation (homosexual/bisexual/

Table 1 Sample characteristics

Ma SDb

Age (years) 36.6 10.3

Time since diagnosis (months) 78.9 87.2

Nc %d

Gender

Male 404 88.2

Female 50 10.9

Other 4 .9

Nationality

Spanish 208 45.4

Mexican 87 19.0

Colombian 59 12.9

Other Latin American countries 94 20.5

Other western countries 10 2.2

Relationship status

Single 300 65.5

Married/living with partner 106 23.1

Divorced/separated 39 8.5

Widowed 13 2.8

Educational level

No studies 1 .2

Primary studies 17 3.7

Secondary studies 140 30.6

University degree 249 54.4

Master’s degree 44 9.6

Doctorate 7 1.5

Employment status

Employed 325 71.0

Between jobs 45 9.8

Other (student, retired…) 88 19.2

Sexual orientation

Heterosexual 89 19.4

Homosexual 331 72.3

Bisexual 38 8.3

Economic difficulty to cope with HIV

None to moderate 391 85.4

Quite a lot to extreme 67 14.6

Connection to an NPOe

Yes 131 28.6

No 327 71.4

On HIV medication

Yes 378 82.5

No 80 17.5

HIV means of acquisition

Sexual 401 87.6

Sharing needles 15 3.3

Blood transfusion or in pregnancy 4 .9

Table 1 continued

Nc %d

Other/I don’t know 38 8.3

a Mean
b Standard deviation
c Number of participants
d Percentage of participants
e Non-profit organization

AIDS Behav (2017) 21:93–105 97

123



heterosexual/other), educational level, employment status

(and if unemployed, the reason), occupation, relationship

status (living with partner was considered equal to married)

and economic difficulty in coping with HIV infection.

Participants were also asked about means of HIV trans-

mission (sexual/syringe or similar/blood transfusion or

mother-to-child/other or don’t know) and if they had con-

nections with an HIV? NPO. Lastly, participants indicated

whether they were taking HIV medication and, if so, daily

dosage and doses skipped in the last month, so as to

measure treatment adherence.

Procedures

We designed a correlational transversal study that was

approved by the authors’ University ethical committee. In

order to develop the two initial instruments and to ensure

their content validity, we reviewed the current literature on

IS and DC, focusing on items that encompass these con-

structs in existing scales [11, 19, 21, 22, 25, 29, 33, 35–45].

We made an effort to select, combine, divide and create

items that reflect the different aspects of IS and DC,

resulting in the development of two draft instruments: the

HIV Internalized Stigma Scale (HIV-ISS) and the HIV

Disclosure Concerns Scale (HIV-DCS).

Each scale comprised 11 items with a 5-point Likert-type

response format. Next, to improve the content validity and

cultural appropriateness of the scales, scale items were sub-

jected to critical analysis by an advisory committee composed

of two clinical psychologists who worked in an HIV-related

NPO in Madrid (Spain) and four HIV? patients (two males

and to females) who attended NPO activities. The advisory

committee members were asked to read the scales and

respond to the following questions: Do you find any item to be

irrelevant? Do you think there are items that are very similar

and should be combined? Is there any item that you would

deem important to separate into several? Would you change

the way of expressing anything? Can you think of any

important aspects not taken into account that should be

included? The committee members then presented their

comments and suggested item revisions. As established by

mutual agreement at the beginning of the meeting, the clinical

psychologists provided their judgments last, in order to avoid

biasing the patients’ opinion. A final agreement regarding

item revisions was achieved by the committee members.

As a result of the critical analysis, 1 item was eliminated

from the HIV-ISS and 2 items from the HIV-DCS; 2 items

were combined and subsequently separated in the HIV-ISS;

1 item was separated into two in the HIV-DCS; 1 item in

each scale was re-written to improve its content; and 1 item

of the HIV-DCS was modified to include an important

aspect not taken into account in the original scale. The final

scales were composed of 10 items each.

The revised scales, along with the HADS and the RSE,

were administered to a sample of 458 HIV-positive adults.

Upon completion, respondents were thanked and invited to

collaborate further by completing the HIV-ISS and the

HIV-DCS again in 4 weeks. Those willing (N = 291)

provided their email and were assigned a code to allow

merging of the test/retest data. After 4 weeks, respondents

were emailed a message which included the link for the

retest questionnaire and a reminder of their code. A total of

125 participants completed the retest assessment.

Statistical Analyses

Factorial validity was assessed by means of an exploratory

factor analysis (EFA) conducted on both scales to test if the

items of each scale loaded differentially on two factors.

Initial suitability of the data for performing EFAs was

assessed via the Kaiser–Meyer–Olkin (KMO) measure and

Bartlett’s test that one or more latent factors are required to

explain the correlations among the items. The distributions

of scores were asymmetric, so we used the unweighted

least squares (ULS) method for extraction, given that it

requires no distributional conditions, it usually yields less

biased estimates and it is quite robust [56]. We used direct

Oblimin method for rotation to allow factor correlation.

The criterion for retaining a factor was that it had an

eigenvalue higher than 1. Only items with factor loadings

higher than .40 were retained, guaranteeing the factors only

included moderately to strongly-related items [57, 58].

The reliability related to internal consistency was mea-

sured by Cronbach’s alpha coefficient, and test–retest was

assessed using a two-way mixed, absolute agreement,

single-measures Intra-class Correlation Coefficient (ICC)

[59]. The ICC was chosen because it addresses both

agreement and correspondence between scores, and the

repetition can be regarded as a random factor [60].

Criterion validity of HIV-ISS and HIV-DCS scores was

assessed by Pearson’s correlation with HADS-A, HADS-D

and RSE scores. Additionally, the model fit of a predictive

Path Analysis with Latent Variables (PALV) was tested.

This model considered HIV-ISS and HIV-DCS scores as

predictors and HADS-A, HADS-D and RSE scores as

criteria. Thus, Unweighted Least Squares was used as the

estimation method. In order to assess model fit, we used

absolute measures of fit (GFI, AGFI and SRMR) and

incremental ones (NFI and RFI). For GFI, AGFI, NFI and

RFI, values between .90 and .95 are considered acceptable,

and above .95 are good—the fit is better as it approaches to

1 [61–63]. For SRMR, values\.08 are indicative of a good

fit [64]. All of these indices are valid for the ULS method.

Finally, sensitivity of the scales was assessed by

addressing gender, age, time since diagnosis, nationality,

educational level, connection with NPOs, treatment status
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and treatment adherence effects on IS and DC (Pearson

correlations, ANOVAs and T tests were conducted). Sig-

nificant omnibus F-test results for ANOVAs were followed

up with post hoc paired comparison tests with multiplicity-

adjusted p-values obtained using the Games-Howell post

hoc test. An adherence of 90 % or higher was considered

good adherence. Only males and females were included in

the gender differences analyses, as there were only four

participants who reported ‘‘other’’ gender. Data analyses

were performed using SPSS v22.0 and AMOS v22.0.

Results

Factorial Validity

We began by conducting an EFA. The KMO (KMO = .95)

and Bartlett’s test (v2 = 6634.28, df = 190, p\ .001)

indicated good sampling adequacy for factor analysis. The

analysis yielded a two-factor solution that accounted for

63.07 % of the variance—the first factor explained

47.48 % and the second 15.59 %. As for the shared vari-

ance in the data, 59.15 % was explained by the solution,

45.54 % by the first factor and 13.62 % by the second. The

left side of Table 2 shows the factors loadings for the

rotated solution (factor pattern matrix). Since an oblique

rotation was applied, we provide the factor structure matrix

in the right side of Table 2, which shows the correlation

between each item and the factors of the rotated solution.

The correlation between the two factors was r = .51.

As can be seen in Table 2, all items loaded highly on

only one factor and there were no cross-loadings. In fact,

all of the HIV-ISS items loaded on Factor 1 and all items

from the HIV-DCS scale loaded on Factor 2, which sug-

gests that Factor 1 represents Internalized Stigma due to

HIV? condition and Factor 2 refers to Disclosure

Concerns.

Reliability (Internal Consistency and Test–Retest

Reliability) and Descriptive Results

For the complete sample, Cronbach’s alphas for the HIV-

ISS and the HIV-DCS were a = .94 and a = .93, respec-

tively. These values did not increase with the removal of

any items. Reliability tests were run within those nation-

ality subsamples with 50 participants or more (Spain,

Mexico, Colombia and other Latin American countries),

with alphas ranging from a = .91–.95 for the HIV-ISS and

a = .91–.94 for the HIV-DCS.

The mean score on the HIV-ISS for the whole sample

was 23.33 (SD = 11.14; range 10–50), and the mean score

for the HIV-DCS was 35.36 (SD = 11.17; range 10–50).

Table 3 shows the Mean, SD and Corrected Item-Total

Table 2 Factor pattern and structure matrices

Factor pattern matrix Factor structure matrix

Factor 1 Factor 2 Factor 1 Factor 2

HIV-ISSa Item 1 .78 -.02 .77 .38

HIV-ISSa Item 2 .83 .00 .84 .43

HIV-ISSa Item 3 .76 .16 .84 .54

HIV-ISSa Item 4 .75 .11 .80 .49

HIV-ISSa Item 5 .79 .06 .82 .47

HIV-ISSa Item 6 .61 -.05 .58 .26

HIV-ISSa Item 7 .78 .00 .79 .40

HIV-ISSa Item 8 .74 .00 .73 .37

HIV-ISSa Item 9 .82 -.05 .80 .37

HIV-ISSa Item 10 .74 -.01 .73 .36

HIV-DCSb Item 1 -.04 .80 .36 .77

HIV-DCSb Item 2 .01 .82 .41 .82

HIV-DCSb Item 3 -.14 .75 .25 .68

HIV-DCSb Item 4 .07 .73 .44 .76

HIV-DCSb Item 5 .11 .69 .46 .75

HIV-DCSb Item 6 -.06 .90 .41 .87

HIV-DCSb Item 7 .02 .85 .45 .86

HIV-DCSb Item 8 .13 .56 .42 .63

HIV-DCSb Item 9 .04 .73 .41 .75

HIV-DCSb Item 10 .07 .62 .39 .66

Table shows the factor loadings of each item. Extraction Method:

Unweighted Least Squares. Rotation Method: Oblimin with Kaiser

Normalization. Rotation converged in 7 iterations. Loadings higher

than .40 are highlighted in boldface for the factor pattern matrix
a HIV Internalized Stigma Scale
b HIV Disclosure Concerns Scale

Table 3 Mean, SD and Corrected Item-Total Correlation for each

item of the HIV-ISS and HIV-DCS

HIV-ISSa HIV-DCSb

Mean SDc CITCd Mean SDc CITCd

Item 1 2.03 1.31 .74 4.04 1.26 .74

Item 2 2.55 1.44 .81 3.49 1.42 .78

Item 3 2.53 1.38 .81 4.31 1.03 .65

Item 4 2.58 1.44 .77 3.63 1.46 .73

Item 5 2.77 1.47 .80 2.79 1.55 .73

Item 6 2.46 1.46 .57 3.52 1.51 .84

Item 7 2.09 1.38 .75 3.33 1.53 .83

Item 8 2.63 1.51 .71 3.56 1.57 .61

Item 9 1.83 1.26 .76 3.50 1.44 .73

Item 10 1.88 1.36 .70 3.19 1.45 .64

a HIV Internalized Stigma Scale
b HIV Disclosure Concerns Scale
c Standard deviation
d Corrected item-total correlation
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Correlation of each item. The test–retest correlation

assessed with ICC was .79 (p\ .001; 95 % CI .71–.85) for

the HIV-ISS, and .86 (p\ .001; 95 % CI .81–.90) for the

HIV-DCS. Within the subsamples of participants from

Spain, Mexico, Colombia and other Latin American

countries, the ICC ranges were .74–.86 (all p\ .001) for

the HIV-ISS and .84–.92 (all p\ .001) for the HIV-DCS.

Criterion Validity

To assess criterion validity, indicated by the correlation

among HIV-ISS and HIV-DCS scores and other instru-

ments that measure similar constructs, the HADS-A (anx-

iety), HADS-D (depression) and RSE (self-esteem) scores

were employed. Results of the Pearson correlations are

presented in Table 4. As expected, all measures were

correlated in the anticipated direction. HIV-ISS was more

related to HADS-A (r = .63), HADS-D (r = .56) and RSE

(r = -.60) than HIV-DCS (r = .35, r = .35 and

r = -.30, respectively; all correlations p\ .01), although

both scales showed high and significant correlations.

The regression model tested by means of the PALV is

presented in Fig. 1. The obtained fit values were the fol-

lowing: GFI = .98, AGFI = .98, SRMR = .07, NFI = .98

and RFI = .98. All of them were well inside limits for

acceptance of the model. As can be seen in Fig. 1, the

amounts of explained variance are high (HADS-A = .65,

HADS-D = .59, and RSE = .59). Also, the regression

weights of HIV-ISS on the dependent variables were high

and significant in all cases and in the expected direction: .87

on HADS-A, .83 on HADS-D and -.85 on RSE. The

regression weights of HIV-DCS on HADS-A, HADS-D and

RSE were almost null (-.11, -.12 and .15, respectively).

Sensitivity of the Scales

To address possible age and time since diagnosis relation

with Internalized Stigma and Disclosure Concerns, Pearson

correlations were obtained. The results were significant for

both scales: HIV-ISS had a high, significant negative cor-

relation with age (r = -.35, p\ .01) and with time since

diagnosis (r = -.32, p\ .01), as HIV-DCS did (respec-

tively, r = -.27, p\ .01 and r = -.31, p\ .01).

We also tested for HIV-ISS and HIV-DCS differences by

nationality, educational level, connection with an NPO, being

on HIV treatment or not and treatment adherence. The

ANOVA showed that the differences by nationality were

significant for HIV-DCS (F[4, 453] = 4.64; p = .001,

g2 = .04), but not for HIV-ISS (F[4, 453] = 1.58; p = .179).

A Games-Howell post hoc test showed that HIV-DCS scores

were significantly lower for Mexicans (M = 31.86) compared

to Spaniards (M = 36.45, p = .018) and Colombians

(M = 38.93) (p = .002). There were no significant differ-

ences among educational levels (FHIV-ISS[5, 452] = 1.16,

p = .328; FHIV-DCS[5, 452] = 1.07, p = .376).

The t-tests showed that those in connection with an NPO

had lower HIV-ISS and HIV-DCS scores (MHIV-ISS = 20.47,

MHIV-DCS = 29.17) than those who were not (MHIV-ISS =

24.48, MHIV-DCS = 37.84; tHIV-ISS(456) = 3.52, p\
.001; tHIV-DCS(202.47) = 7.33, p\ .001). Also, those

on treatment had lower HIV-ISS and HIV-DCS scores

(MHIV-ISS = 22.11,MHIV-DCS = 34.57) than those who were not

(MHIV-ISS = 29.14, MHIV-DCS = 39.08; tHIV-ISS(103.28) =

-4.68, p\ .001; tHIV-DCS(456) = -3.31, p = .001). No

differences on HIV-ISS and HIV-DCS were found between

those who had good adherence and those who did not

(tHIV-ISS(376) = -.88, p = .381; tHIV-DCS(376) = -1.30,

p = .196), or between males and females (tHIV-ISS(452) =

.62, p = .533; tHIV-DCS(452) = .37, p = .716).

HIV-ISS and HIV-DCS Short Forms

Since there are circumstances where it would not be practical

to administer the complete scales, we sought to provide short

tools for assessing IS and DC. To achieve this, we retained

three items from each scale basing our decision on the factor

loadings and the Cronbach alphas when items were deleted.

Items 1, 2 and 5 remained for the HIV-ISS, showing an

alpha of a = .87, a test–retest ICC of .70 (95 % CI .59–

.78) and a correlation with the whole scale of r = .93. The

HIV-ISS Short Form (HIV-ISS-SF) was significantly

related to HADS-A, HADS-D and RSE (Pearson correla-

tions were, respectively, r = .64, r = .56 and r = -.55, all

of them p\ .001). Items 2, 6 and 7 remained for the HIV-

DCS, with an alpha of a = .90, a test–retest ICC of .84

(95 % CI .77–.88) and a correlation with the whole scale of

r = .94. The HIV-DCS Short Form (HIV-DCS-SF) was

significantly related to HIV-ISS-SF, HADS-A, HADS-D

and RSE (Pearson correlations were, respectively, r = .42,

r = .29, r = .30 and r = -.25, all of them p\ .001).

Table 4 Correlations of HIV-ISS and HIV-DCS with HADS-A,

HADS-D and RSE

Measure HADS-Ac HADS-Dd RSEe

HIV-ISSa .63*** .56*** -.60***

HIV-DCSb .35*** .35*** -.30***

Table shows Pearson’s correlations among measures

*** p\ .001
a HIV Internalized Stigma Scale
b HIV Disclosure Concerns Scale
c Hospital Anxiety and Depression Scale—Anxiety Subscale
d Hospital Anxiety and Depression Scale—Depression Subscale
e Rosenberg Self-Esteem Scale
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Another EFA was conducted (KMO = .78 and Bartlett’s

test: v2 = 1681.20, df = 15, p\ .001) with the six items

and it yielded a two factor solution in which HIV-DCS-SF

formed the first factor that explained 57.53 % of the vari-

ance, and HIV-ISS-SF items formed the second factor that

accounted for an additional 23.45 % of the variance. The two

factors were correlated (r = .47), and Table 5 shows the

Pattern Matrix for this EFA. These data suggest that the short

versions of both scales provide reliable and valid measures of

internalized stigma and disclosure concerns for use in situa-

tions where a short scale is necessary.

Discussion

We sought to develop and ascertain the psychometric

properties of an Internalized Stigma (IS) scale and a Dis-

closure Concerns (DC) scale in HIV? populations from

several Spanish-speaking countries. The results suggest

that both scales show adequate psychometric properties in

terms of validity, reliability and sensitivity.

Regarding factorial validity, our data support our first

hypothesis that IS and DC would be different, although
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Fig. 1 Regression model for HIV-ISS, HIV-DCS, HADS-A, HADS-D and RSE

Table 5 Factor loadings of the rotated solution for the short forms

Factor 1 Factor 2

HIV-ISSa Item 1 .00 .74

HIV-ISSa Item 2 -.06 .95

HIV-ISSa Item 5 .08 .79

HIV-DCSb Item 2 .73 .05

HIV-DCSb Item 6 .97 -.06

HIV-DCSb Item 7 .89 .02

Table shows the factor loadings of each item. Extraction Method:

Unweighted Least Squares. Rotation Method: Oblimin with Kaiser

Normalization. Rotation converged in 5 iterations
a HIV Internalized Stigma Scale
b HIV Disclosure Concerns Scale
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related, constructs. The EFA yielded a clear two factor

solution both for the whole scales and the short forms, in

which one factor comprised the IS items and the other the

DC items, resulting in a IS scale and a DC scale that were

moderately correlated, as found in previous research [25,

38, 39, 41, 43]. With respect to criterion validity, our

results showed that our measures (both the whole scales

and the short forms) are significantly related to depression,

anxiety and self-esteem, which supports our second

hypothesis. The correlations followed the expected direc-

tion, with IS correlations being higher than DC correla-

tions, as found in other studies [11, 19, 25, 29, 39, 41–44].

The PALV, which showed an excellent fit to data,

demonstrated that high percentages of the variance of

HADS-A, HADS-D and RSE can be explained from HIV-

ISS. In this case, the relations between IS and the criteria

were, again, stronger than that of DC, the latter being non-

significant in all cases. This result is congruous with what

was found in Bunn et al. and Jimenez et al.’s work [25, 43].

Regarding reliability, we found that both measures in

both forms (the whole scales and the short forms)

demonstrated good internal consistency and test–retest

reliability, data that speak in favor of the psychometric

solidity of these measures.

With regard to sensitivity analyses, IS and DC were in

our sample negatively related to age, time since diagnosis,

connection to an NPO, and being on treatment, as previ-

ously found [12, 21, 38]. Our study also revealed potential

national differences on DC that had not been previously

explored among these populations, showing that Mexicans

have lower DC than Spaniards and Colombians. These

results provide partial support for our third hypothesis, and

open paths to future research.

There were hypothesized relations for which our results did

not provide support. First, there were no gender differences in

relation to IS or DC. This result is congruous with Sayle et al.’s

results [38], and could reflect national differences, since the

study on which we based our hypothesis [11] was conducted in

India. Second, a previous study found that those with sec-

ondary education or higher had a lower degree of general

stigma and IS [21, 38], but no differences emerged in our

sample. We think this might be due to the small number of

participants who had an educational level lower than sec-

ondary—only 18 out of the 458 of the total sample. Third,

there were no differences in IS or DC by treatment adherence,

which other studies had found [17, 32]. This result, although

congruous with Tzemis et al.’s work [21], could be explained

if we again consider the small number of participants who

reported suboptimal adherence—only 22 out of 378 who were

on ART. Nevertheless, this lack of conclusiveness suggests

the need for further research in these areas.

Our study has several implications. With regard to

research, it provides the Spanish and Spanish-speaking

research community with reliable and valid tools to assess the

critical variables of IS and DC, as well as with short forms

more convenient for situations with a tight timetable. The

scales have been validated in a large and culturally hetero-

geneous sample and, thus, can be used for research in several

populations. Our study has also contributed knowledge to the

field of stigma by showing DC and IS are different constructs

and that their measurement, especially that of IS, is able to

predict the existence of psychopathological symptoms such as

anxiety, depression and self-esteem. This is of paramount

importance to the field of Health Psychology, where our study

could also have clinical implications. The IS and DC scales

could be used in clinical settings as screening methods to

detect people at risk that would benefit from a psychological

intervention, although we believe more research would be

necessary in this regard, especially with populations in Latin

American countries. Possible interventions derived from our

results might include the suggestion that passive waiting for IS

and DC to fade over the years may not the only option; we

could encourage newly diagnosed patients to engage with an

NPO (e.g., attend talks or workshops, join a support group,

attend other events) and to begin ART, although the direction

of this relations remains to be explored.

There were several limitations to our study, especially with

respect to self-selection bias and convenience sampling

strategy. Our advisory committee only included HIV? people

affiliated with an NPO, which makes them less likely to report

IS and DC. It is true that it is difficult to approach and engage

people outside NPOs for this kind of activity, but this issue

could have impacted the scale refinement procedures. It is also

possible that only highly motivated individuals completed the

scales, which would imply a bias in our results, as the men and

women who participated may differ in significant ways from

those who chose not to participate. Additionally, those indi-

viduals not using online social networks had limited oppor-

tunity to be recruited into the study, so the sample may be

biased toward people associated with some kind of (virtual)

community, and our tools may not have been validated by the

most stigmatized and isolated PLH.

Also, some of the subsamples (i.e., those without secondary

education and those with suboptimal adherence) were small,

which limited the possibility of accurately testing some of our

hypotheses regarding the sensitivity of the scales. Likewise,

the fact that our sample was highly educated may limit the

generalizability of our findings to Spanish-speaking popula-

tions with a lower educational level. Moreover, all Spanish-

speaking individuals were considered as one sample for some

analyses (e.g., criterion validity analyses), not taking into

account the nationality of the participants, which constitutes

another limitation of this study. Future research should

address these issues, and we also recommend in depth

exploration of the national differences that emerged in our

study, as well as the reasons for those differences.
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Finally, further research should test if our scales are

sensitive to change, for instance with a pre-post design that

compares scale scores before and after attending a support

group or a stigma reduction intervention.

In conclusion, the HIV-ISS and HIV-DCS are reliable

means of assessing HIV internalized stigma and disclosure

concerns as separate constructs, both for clinical and research

purposes and in a variety of Spanish-speaking populations.
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Appendix 1: English Translation of the HIV
Internalized Stigma Scale

Please indicate the degree in which you felt in the fol-

lowing ways during the last month because of having HIV:

Never

or

hardly

ever

Rarely Sometimes Very

often

All or

almost

all the

time

1. I felt dirty or

stained

1 2 3 4 5

2. I felt guilty 1 2 3 4 5

3. I felt

embarrassed

1 2 3 4 5

4. I felt flawed or

incomplete

1 2 3 4 5

5. I felt

disappointed

with myself

1 2 3 4 5

6. I thought I was

promiscuous

1 2 3 4 5

7. I thought I don’t

deserve to be

loved

1 2 3 4 5

8. I thought I have

HIV because I

did things that

aren’t good

1 2 3 4 5

9. I felt repulsion

for myself

1 2 3 4 5

10. I thought I’m

being punished

for having done

immoral things

1 2 3 4 5

Appendix 2: English Translation of the HIV
Disclosure Concerns Scale

Please indicate the degree in which the following sentences

describe what you think or feel:

Very

little

Little Somewhat Much A

great

deal

1. It’s difficult to tell

people that I have

HIV

1 2 3 4 5

2. I’d do almost

anything to avoid that

people know that I

have HIV

1 2 3 4 5

3. I’m very careful with

whom I tell I have

HIV

1 2 3 4 5

4. I’m worried that if

my appearance

changes because of

HIV or the treatment,

someone may find out

that I have it

1 2 3 4 5

5. I’m worried that if I

attend or participate

in an HIV group,

someone may see me

and be suspicious

1 2 3 4 5

6. I’m worried about

someone seeing my

medical reports and

finding out about my

HIV

1 2 3 4 5

7. I’m worried that if I

go to the doctor or I

get ill, someone close

to me might find that I

have HIV

1 2 3 4 5

I’m worried about how they would react if they knew I have HIV

8. The most important

people for me

1 2 3 4 5

9. People from work 1 2 3 4 5

10. Other people I

interact with

1 2 3 4 5
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