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Abstract

Background: ADHD is a common neurodevelopmental disorder associated with significant functional
impairments. Young people with ADHD often suffer from stigma, which can exacerbate their
symptoms, discourage them from seeking help, and increase functional deficits. Understanding the
factors that lead to stigmais necessary to promote a change in public awareness and to combat stigma
and its consequences.

Aim: Describe the prevalence of ADHD stigma in the young Portuguese population aged 11-17 years
and understand the factors that lead young people to stigmatise people with ADHD.

Methods: The sample was recruited through a non-probabilistic method, due to the easy access to
individuals aged between 11 and 17 years, in several schools and youth organisations from Porto
Metropolitan Area. In order to select participants for the interviews, a non-probabilistic purposive
maximum variation method was used. The ADHD Stigma Questionnaire (ASQ) allowed assessing the
participants' levels of stigma, and a semi-structured interview was utilised to generate qualitative data.
Results: The quantitative sample was made up of 102 individuals. According to the variables under
study, no statistically significant differences were found in the ASQ score, although some trends were
observed. The interviews with 17 individuals allowed the identification of some promoters of stigma:
ADHD symptoms, psychological and pharmacological treatment, “being different”, and public
knowledge.

Conclusion: Several factors that lead young people to stigmatise were found, although further studies
are needed. The present study is a positive contribution to the understanding of stigma against ADHD

and, consequently, to the development of prevention and intervention programmes on ADHD stigma.
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1. Introduction

Attention Deficit Hyperactivity Disorder (ADHD) is a common and multifactorial neurodevelopmental
disorder, characterised by severe and pervasive patterns of inattention, hyperactivity, and impulsivity
in more than one setting"->. With a lifetime prevalence of 10,1%, ADHD affects approximately 3-7% of
children and adolescents worldwide and is frequently diagnosed in childhood™*-®, There are few
studies on the prevalence of this disorder in Portugal, but those that exist do point to values similar to
those obtained worldwide for children and adolescents®'”.

ADHD is associated with significant functional impairment in academic performance and social
adaptive and behavioural functioning®“8"%  Children with ADHD tend to have problems in
relationships with peers and family members, unsatisfactory school performance, and difficulty
regulating behaviour. Later, as teenagers, they have more difficulty transitioning from primary to
secondary education, a reduced social support group, and a greater tendency to oppose aggressive
behaviours™-">, ADHD is also frequently accompanied by other disorders, including disruptive mood
and anxiety disorder, increasing functional impairment and the negative impact on youths' lives(2419,
Considering the negative effect of ADHD in multiple domains and its prevalence globally and in
Portugal, this disorder represents a significant challenge for public health, namely in reducing the
stigma associated with diagnosis''219),

Stigma was first defined by Goffman as a profoundly discrediting attribute directed towards those of
considered lower social standing. Operating through social processes of comparison, identification, and
evaluation, the stigma classifies individuals as deviant, defective, and undesirable by their physical,
behavioural, and/or biographical characteristics®®"'® heing conceptualised on different levels®'8-20),
Public stigma is often manifested in the forms of stereotypes, discrimination, and prejudice®'8',
Stereotypes include cognitive labels and negative beliefs about one person or social group members,
while prejudice involves negative attitudes that influence behaviour towards the stigmatised person or
group. On the other hand, discrimination involves the differential treatment of one group or individual in
relation to another, which in childhood and adolescence is visible as peer exclusion®-2?. Self-stigma
occurs when the stigmatised individual internalises others’ beliefs about him or herselfe5'81923 Seyeral
studies have shown that self-stigma has detrimental consequences for the psychological well-being,
self-esteem, and emotional regulation of stigmatised individuals®'®®3. Lastly, courtesy stigma
represents the stigma that people related to individuals stigmatised may suffer8-2024,

People with experience of mentalillness, such as ADHD, often suffer stigma, but there is considerable
evidence that not all these disorders are stigmatised in the same way®°?22%, The literature shows that
ADHD is more stigmatised than other disorders, such as depression®222428_This stigma also occurs in
young people, where the behaviour displayed is often attributed to educational problems®@>27-29,

despite the scientificknowledge about the neuroanatomical causes of ADHD" 239 Negative attitudes



and perceptions towards people with ADHD can begin in primary school and last until
adulthood®'?23'3@ which shows that stigma is not age-related®®. Therefore, the disruptive
behaviours of children and adolescents with ADHD are primary potential sources of discrimination,
isolation, and social rejection, leading to harmful and punitive handling, including in the school
context’®2%33)_Children with ADHD are considered by typically developing peers as highly disrupting the
school environment and are excluded from social groups and games®22243234),

The literature indicates that adolescents are more stigmatised than children, which can be explained by
the adolescents’ preference for social order within the peer group. Moreover, to establish personal
identity and obtain protagonism, there is a tendency to advocate exclusion over those who interfere
with the normal functioning of the group®22232®, During this developmental stage, stigma has a
significant impact on determining the adult identity of the individual targeted by stigma. Some
individuals internalise the attitudes they suffer from society, resulting in self-devaluation and self-
stigmatisation®2325283%_ Pyblic stigma and self-stigma exacerbate ADHD symptoms, discourage
individuals from seeking help, and increase psychological distress and functional impairment(253539),
Stigma can affect many facets of an individuals’ life, such as education, employment, and social
relationships®335*% and is considered the most significant barrier to mental health care and improving
the quality of life for people with mental health problems®'3". A change in public awareness is needed
to combat stigma and its consequences and to increase tolerance of individual differences63839),
However, despite evidence that young people with ADHD are among the most stigmatised, it is still
unknown what causes such attitudes by peers and society in general, with this being an under-
researched topic 224,

To this end, a study was designed with the aim of 1) describe the prevalence of ADHD stigma in the
young Portuguese population aged 11-17 years old, 2) understand the factors that lead young people to
stigmatise people with ADHD.

2. Methods

2.1. Study design

In order to a better understanding of the phenomenon under study — the stigma associated with ADHD
- a mixed-method explanatory sequential research study“®-*? was used. The study began with a
survey, which allowed the characterisation of the ADHD stigma in the young population, using a stigma
assessment questionnaire. The second study was carried out as an explanatory complement to the
results obtained in the observational study"“°-*?. To this end, interviews were conducted with 17 young
people, taken from the sample used in the quantitative study, and belonging to the opposite extremes

of scores obtained in the questionnaire: those with higher and lower levels of stigma*3-49.



2.2. Ethics
The study was approved by the Ethics Committee of the School of Health — Polytechnic Institute of
Porto (process n2. CEOO63A).

2.3. Participants

We used a non-probabilistic sampling method, by convenience®“s4”, due to easy access to young
people attending schools and youth organisations from Porto Metropolitan Area. Inclusion criteria
included (a) currently aged 11-17 years, and (b) having Portuguese nationality. Exclusion criteria
included (a) to have communication or/and cognitive deficits that prevent understanding the
questions, and (b) participants must not have a diagnosis of other neurodevelopmental and mental
disorders or similar, including Autism Spectrum Disorder (ASD) or schizophrenia.

The qualitative study sample was recruited using a non-probabilistic purposive maximum variation
method“>*4. Considering the score obtained on the ADHD Stigma Questionnaire (ASQ), cases that vary
as much as possible between the dimensions were found“*-*% and participants with the lowest and

highest scores were selected.

2.4. Instruments

2.4.1. Sociodemographic and health issues data

In addition to the ASQ, sociodemographic variables were collected, such as age, sex, education level
and city of residence. Relevant questions were also made to characterise the participants, such as the
existence of health problems (and if so, which ones), and regarding the perception of stigma: if they
have meeting someone with ADHD and, if so, how often they contact them (daily, weekly, monthly,
occasionally, or never), and what is their relationship (family, friends, or acquaintance). The guardians

filled in the sociodemographic and health issues data about young people.

2.4.2. MTA-SNAP-IV

In order to track participants at high and low risk for ADHD, was utilised the Portuguese version of
MTA-SNAP-IV“® which is a 26-items scale abbreviated from Swanson, Nolan, and Pelham
Questionnaire (SNAP)“°59, This scale is used to assess the severity of ADHD problems in children and
young people between the ages of 6 and 18, considering parents’ or teachers’ reports, and is based on
the DSM-IV diagnostic criteria®>". The MTA-SNAP-IV consists of three subscales: nine symptoms of
inattention (items 1 to 9), nine symptoms of hyperactivity-impulsivity (items 10 to 18), and eight
symptoms of the oppositional defiant disorder (items 10 to 26). The evaluation of each item/behaviour

is made on a 4-point scale between "Not Occurring” and "Very Frequent"“®%", The final score may be



obtained by calculating the mean. The higher the score, the greater the presence of ADHD
symptoms“85",

Internal consistency of the original SNAP-IV was reportedly high (>0,9 for all symptom clusters), and
two-week test-retest reliability was 0,7 for inattention items, 0,8 for impulsivity items, and 0,9 for
hyperactivity items. Screening and diagnostic utility have also been established“®*'>2. Cultural
adaptation for the Portuguese population®® did not evaluate the psychometric properties, which did
not allow for cut-off scores. Although, the correspondence with the DSM-5 criteria allowed the content

validity“®.

2.4.3. ADHD Stigma Questionnaire (ASQ)

To assess stigma against ADHD, the ASQ was used. The ASQ, developed in 2010 by Kellison et al.?, is
a 26-item adaptation of the 40-item HIV Stigma Scale®?.

The ASQ is subdivided into three factors related to stigma towards ADHD: Disclosure Concerns,
Negative Self-Image, and Concern with Public Attitudes®®. Each question, written in the third person,
was rated on a 4-point Likert scale, being 1"Strongly Disagree”, 2 "Disagree”, 3 "Agree”, and 4 "Strongly
Agree". The overall stigma score is composed of the sum of all 26 items, ranging from 26 to 104, with
higher scores indicating higher levels of stigma®®®.

Internal consistency of the original ASQ was reportedly high (~0,8 for all items), and two-week test-
retest reliability was 0,7 for the overall measure. Confirmatory Factor Analysis (CFA) resulted in
satisfactory fit indices and clearly showed the existence of three factors. No cut-off point has been
defined by the authors®. The ASQ is under validation for the Portuguese population in young people

(11to 17 years old) and adults (above 18 years old), and the content validity was already made®*.

2.4.4. Interviews

A semi-structured interview with open-ended questions was used to generate qualitative data. A
detailed schedule of six questions was developed intending to explore the factors associated with
stigma. Participants were asked about domains related to stigma and ADHD, considering their
perspectives and opinions. The interview included the following questions: "Do you know what the
stigma means?"; "Do you think stigma exists in our society?"; "Do you think there is stigma against
ADHD in our society and, if so, how do individuals manifest it?"; "In your opinion, the way society deals
with ADHD influence individuals with this disorder?”; "What do you think that can lead society to react
negatively against individuals with ADHD?"; and "Do you think individuals with ADHD are all the same

as each other?".



2.5. Procedures

Schools and youth organisations in Porto Metropolitan Area were contacted via email and asked to
disseminate the study by potential participants who agreed to participate.

Since all participants were under 18 years of age, legal guardians had to accept, and sign the informed
consent, based on the Declaration of Helsinki®®>*® allowing the young people to participate in the two
phases of the study - the completion of the questionnaire and the subsequent interview. Total
anonymity was guaranteed, with the names of the participants being omitted in the data analysis and
replaced by an alphanumeric code.

The average duration of completing the questionnaire through the Google Forms platform was
approximately 15 minutes, and the collection took place between March and June 2021. The
questionnaire was divided into two parts: the first part, with the sociodemographic questionnaire and
the MTA-SNAP-IV, was filled in by the guardians, giving information related to the young people; the
second part, with the ASQ, was filled in by the young people.

The authors designed the semi-structured interview that was reviewed by an expert panel. A
preliminary study was carried out with two participants to check the clarity of the questions. The
interviews were conducted online through the Zoom-Colibri platform, with each interview having an
average duration of approximately 40 minutes. This phase took place between June and July 2021.
Interviews were conducted by the lead author and were scheduled at a time convenient to the

participants. All interviews were audio-recorded and later transcribed verbatim.

2.6. Data analysis

Statistical analysis was performed using IBM SPSS Statistics software, version 27°7 and a
significance level of «=0,05“% was considered. Descriptive statistics were used to analyse the
sociodemographic data. Categorical variables were described using absolute (n) and relative (%)
frequencies and quantitative variables by measures of central tendency (mean) and dispersion
(standard deviation, maximum, and minimum)®“®%®). The assumptions of normality were tested using
the Kolmogorov-Smirnov test“®5® having verified that the variables under study did not follow the
normal distribution. Thus, non-parametric tests were used to assess the relationship between the ASQ
score and the variables under study: age, gender, education level, city of residence, health problems,
knowing someone with ADHD, regularity of contact and relationship with that person, and ADHD
symptomatology (based on the MTA-SNAP-IV score).

The interviews were analysed following inductive coding, whereby the categories emerged through
analysis of the interview transcripts®®%. After the transcription process, the first author read and made
detailed notes on each interview, from which the first coding emerged®®?. Three interviews were

selected and analysed by a second researcher to obtain agreement about the categories. The content



analysis included peer review®'? and researcher triangulation, and the result of categorisation was
analysed by a third researcher, independent of the first two®*%%. To support the qualitative data

analysis, the web-based qualitative data analysis software webQDA was used®,

3. Results

3.1. Quantitative results

The sample was composed of 102 young people between the ages of 11 and 17, with a mean age of
14,23 years. Most participants did not know anyone with ADHD and did not have clinically significant

ADHD symptomatology. The results of the descriptive statistics are presented in Table 1.

Table 1. Descriptive characteristics of the quantitative sample.

F . ean Standard
requencies Minimum Maximum _ deviation
n (%) (x)
(o)
Age 102 " 17 14,23 2,01
Gender Male 62 (60,80) - - - -
Female 40 (39,20) - - - -
Elementary school 9(8,80) - - - -

Middle school (5to 6 grade) 29 (28,40) - - - -

Educational level .
Middle school (7to 9 grade) 34 (33,30) - - - -

High school 30(29,40) - - - -
ADHD 5(4,90) - _ N B
Other 8(7,80) - - - -
Health probl '
R ADHD and other 4(3.90) ; _ ] _
None 85(83,3) - - - -
Knowing Yes 39(38,20) - - - -
someone with
ADHD No 63(61,80) - - - -
Daily 18 (17,60) - - - -
Regularity of '
efoun::c:"() Weekly or monthly 7(6,90) - - - _
Occasionally or never 14 (13,70) - - - -
Relationship Family member or friend 32(31,40) - - - -
with the person* Acquaintance 7(6,90) - - - -
ADHD Unlikely to have ADHD 94(92,20) - - - -
symptomatology '
(SNAP-IV) Likely to have ADHD 8(7,80) - - - -
*N=39.

Table 2 shows the results of the score obtained in the ASQ for the total sample and according to the
variables under study. In the total sample, the value obtained (X=59,08+15,15) was above the average

value of the score (X=52), which suggests that the sample presents above average stigma towards



ADHD. The results obtained indicate that there are no statistically significant differences in ASQ scores
(p-value> 0,05) according to sociodemographic variables, knowing someone with ADHD or presenting
symptoms of the disorder. However, some trends were observed regarding the level of stigma, for
example, young people who reported having ADHD showed higher stigma values (x=65,00+10,10;
%=67,502+15,72) than others who do not present the disorder (x=53,63+19,74; X=58,85+14,88). A
higher level of stigma was also found in people who contact someone with ADHD on a weekly basis
(%=65,14+9,21) relative to those who never contact (x=56,36+14,91) or contact daily (x=58,67+14,28).
Differences in mean scores were also seen when comparing relationship types, with family and friends
of the person with ADHD showing higher levels of stigma (X=60,78+12,21) than acquaintances
(%x=50,86+18,44).

Table 2. Differences between age, gender, educational level, city of residence, health problems, knowing
someone with ADHD, reqgularity of contact, relationship with the person and ADHD symptomatology in relation to
stigma.

ASQ Spearm_an
Correlation  p-value
Mean (o)
(p)
59,08 (15,15) - -
Age - 0,07 0,50
Male 58,00 (17,06) -
Gender 0,37
Female 60,75 (11,59) -
Elementary school 63,33(23,00) -
. Middle school (5 to 6 grade) 58,21(15,56) -
Educational level . 0,69
Middle school (7 to 9 grade) 60,56 (14,60) -
High school 59,08 (15,15) -
ADHD 65,00 (10,10) -
Other 53,63(19,74) -
Health probl ' ! 0,47
ealth problems ADHD and other 67,50 (15,72) - '
None 58,85 (14,88) -
Knowing someone Yes 59,00 (13,79) - 096
with ADHD No 5913 (16,04) - '
Daily 58,67 (14,28) -
Regularity of contact* Weekly or monthly 65,14 (9,21) - 0,63
Occasionally or never 56,36 (14,91) -
Relationship with the Family member or friend 60,78 (12,21) - 028
person* Acquaintance 50,86 (18,44) - '
ADHD Unlikely to have ADHD 58,21(15,13) -
symptomatology 0,41
(SNAP-1V) Likely to have ADHD 69,25 (11,89) -
*N=39.



3.2. Qualitative results

The sample was composed of 17 young people aged between 11 and 17 years. Nine young people knew
someone with ADHD, eight from school and one from a family context. In the ASQ, the young people
with a lower level of stigma scored between 31and 50, whereas the ones with a higher level obtained

scores between 56 and 84. The characteristics of the interviewees are detailed in Table 3.

Table 3. Characteristics of the young people interviewed.

Knowing

ID Gender Age someone with MTAS_CSO'::,P_IV scl:-\osrg”
ADHD

I Female 16 No 2 41
12 Male 16 Yes 20 77
13 Male 13 Yes 5 64
14 Female 16 No 20 60
15 Male 14 No 14 4
16 Male 16 Yes 54+ 68
I7 Female 1 Yes 18 64
18 Female 14 No 1 43
19 Female 14 Yes 2 76
110 Male 16 No 16 50
m Female 17 Yes 10 62
112 Male 12 Yes 66" 84
13 Male 12 Yes 30 72
n4 Female 17 No 2 56
115 Female 12 No 16 42
16 Male 15 Yes 3 31
17 Female 16 No 6 48

*If score < 40, unlikely to have ADHD; if score > 40, likely to have ADHD.

**Scores above 52 indicate the existence of stigma.

"*Participants diagnosed with ADHD.

From the content analysis of the interviews, three categories emerged, described in Table 4.
Categories one and three were present in the speeches of all the interviewees, and category two in
88.24% of them. Category three has occupied more than half of the percentage of occurrences:
63.87%. In Table 5 are presented some examples of excerpts from the three categories, which are

illustrated in more detail in Appendix A.

Table 4. Categories characteristics.

Cateqories Occurrences Interviews
9 n (%) n (%)

1. ADHD concepts and recognition 92 (25,77) 17 (100)

2. Interaction and conduct with people with ADHD 37(10,36) 15(88,24)

3. Stigma in ADHD 228(63,87) 17 (100)




Table 5. Examples quotes by categories.

Categories Example quotes

1. ADHD “Is a person who cannot stay quiet and may not be able to concentrate on tasks” (13).
concepts and “Hyperactivity must be different from person to person, some can be very restless, others
recognition more controlled, so | think they are not all the same as each other” (11).

‘I have my friend who has been with me since kindergarten and, in my class, we were

2. Interaction and always protective (..) some were bullies, but we always tried to protect him (..) we would

czgd:l:‘tlvvi\;:h go to his side and play with him” (13).

I-p\DI-IIJD “Children with hyperactivity are treated differently, but that shouldn't happenbecause we
have the human rights, we have children's rights, we have the right to be different” (112).
“People can feel bad and not feelintegrated into society (..) because the opinion of others

3. Stigmaiin aIways"counts (..) because people want to be well seen by society and they want to feel

ADHD normal’ (115).

“If the child harms the class by always interrupting it, that can harm the other classmates,
and have collective consequences, and so they may have stigma” (110).

Category 1. ADHD Concepts and Recognition

The first category corresponded to the participants’ prior knowledge about ADHD and the concepts
related to the disorder. It also covered the interviewees' perception of a person with ADHD based on
the description of their behaviours.

Most participants were able to describe the disorder by naming the most common and observable
symptoms, as shown by their speeches: "when he is in the classroom he is always playing with a pen,
he is always doing something, he can never stand there and pay attention” (111). Some interviewees
associated ADHD with nervousness and anxiety: "l think it's a condition where you always have to be
doing something because | don't know if it's anxiety, but you can't sit still" (11). In addition, several
descriptions of the disorder were based on the observed aggressive behaviours, such as: "when he gets
nervous, he threatens everyone that he's going to hitthem" (12); "he gets nervous very easily and speaks
very loudly for anything" (112).

Although participants perceived ADHD as a health condition with groupable and identifiable
characteristics, most considered that its manifestation varies from person to person, being influenced
by factors such as: personality - "people with ADHD are all different. Each one has their way of showing
the iliness because of their personality” (117); the environment - "I suppose the manifestation of
hyperactivity can be influenced by the environment" (111), “the environment influences because, for
example, if his colleagues keep teasing him he won't be able to control his hyperactivity, but if they stop
he will" (112); and the types of ADHD presentations - "l imagine that there are cases of hyperactivity
where the problem s just lack of concentration” (114), "hyperactivity has a more severe level where the

person has to take pills in order not to have attacks" (I7).



Category 2. Interaction and conduct with people with ADHD

The second category contained the description of the interviewees' interactions with young people
with ADHD, and the notion of what socially correct behaviours are during those interactions.

In the case of interviewees who were friends with young people with ADHD, the reports of interaction
were mostly positive, such as: "he is part of my closest group of friends, | get along very well with him,
and he talks to me a lot about his hyperactivity" (111). However, some interviewees, mainly
classmates/acquaintances, described the moments when interacting with young people with ADHD
was difficult due to their behavioural changes: "it was difficult to deal with him because he would
change his mood very quickly when someone told him something he didn't like" (19); "when we are
playing with him and start saying nice things, he starts shouting swearwords" (112). Moreover, some
participants confessed little interest in interacting with their colleagues with ADHD: "he comes to my
side, and he starts talking to me, but | can’t pay attention, | don't catch what he says (...) he tries to
communicate with me, but | don't know why” (12).

There were also descriptions of inappropriate behaviours towards young people with ADHD, including:
"most people at school know that my friend has hyperactivity, and they start to look sideways and to
whisper when we pass by" (17). Due to the existence of these behaviours, interviewees reported the
need to protect their friends with ADHD: "our group has always been very protective with B. because
we know the difficulties he goes through in life" (13).

Additionally, the existence of a discourse of social desirability became evident, with interviewees using
standard and popular sentences, such as: "you don't judge people without really knowing them” (117);
"just because you are different does not mean you have to be treated differently " (I8). Even participants
who confessed to not having any interest in interacting with their peers with ADHD stated that no one
should be excluded. However, several associated “being different” with something negative: "l see what

is different as a bad thing, but what is bad for me, may not be for someone else" (12).

Category 3. Stigma in ADHD

Finally, the third category covers the participants’ knowledge of the concepts of stigma and prejudice,
as well as their opinions on: the existence of stigma in society, factors influencing stigma and the
consequences of stigma.

Only three interviewees reported knowing what stigma is and described it as: "it's when a person who
is different from us or has a disease is rejected by society” (18). However, when asked about prejudice,
mostinterviewees were able to describe it: "itis a person who judges other people for what they are not
guilty of, such as race, skin colour or religion” (115). Most participants mentioned social exclusion as well
as verbal and physical aggression as the primary manifestations of stigma, namely: "sideways glances,

drop a hint, being picked last and being left out" (9).

10



Allinterviewees agreed that there is stigma in society towards ADHD and those who are medicated or
receive treatment for this disorder: “there are people who make fun of those with hyperactivity and
don’'t want to know about the person for anything" (112); "if the person already has prejudice towards
the disorder, then medication is just one more thing to add" (111). However, they agreed that if
medication reduces the manifestation of symptoms, stigma also decreases: "if she takes medication
and becomes calmer, people will find it easier to be her friend" (I5). Regarding psychological treatment,
participants considered that society associates psychologists with people with mental disorders and
that this leads to stigma: "because society thinks that crazy people are the ones who go to the
psychologist" (117). The behaviour of people with ADHD was also frequently mentioned as ajustification
for the existence of stigma: "l think stigma can only exists because of the way people with ADHD act,
because if it doesn't affect anything corporally, | think the reason may be that they act differently” (I5);
“once the person acts differently, they may be looked at negatively, because seeing a person having
those behaviours is a bit weird" (113).

On the other hand, society's lack of information emerged several times as a triggering factor for stigma:
"when society is not properly informed and does not know the problem that the person has, then that is
one of the reasons why they treat people with ADHD badly" (116). Most interviewees reported that
having ADHD and, consequently, "being different” is still negatively perceived by society, while
normative behaviours are universally accepted: “there is a standard of the normal person in society, and
it seems that more and more, the person who is not considered normal has to be criticised" (1); "I think
thatif the person is more normal, then it will be easier to be accepted and have fewer problems of social
exclusion" (15).

However, some interviewees, particularly those with ADHD, considered that the stigma that exists is
not significant: "l think | would say that there is stigma, but not as much as when hyperactivity was not
so wellknown" (16). However, allinterviewees agreed that, in the presence of stigma, the consequences
for the stigmatised individual include sadness, anxiety, low self-esteem and self-confidence, school
failure and even social isolation. In some cases, when stigma is permanent, some interviewees
considered that it could lead to depression and suicide: "in cases where the negative part can be very,

very high, it can lead to suicide” (113).

4. Discussion

Stigma is considered an underestimated risk factor for negative consequences and functional
impairments in young people with ADHD®%%". However, the causes that lead young people to
stigmatise those with ADHD are still poorly understood®2%. For this reason, the present study aimed
to describe the prevalence of ADHD stigma in the young Portuguese population and to explore the

factors that lead young people to stigmatise other young people with this disorder.

n



In order to analyse the score obtained by the participants in the ASQ, the mean score of the
questionnaire was considered as a reference value since the authors of the original version did not
define the cut-off value®. Therefore, the results obtained in the present study indicated that the
participants' levels of stigma are slightly above the average ASQ score. However, in comparison with
the study of Rim et al.?®, which consisted in the validation of the ASQ for Korea, the levels of stigmain
the present study are lower than those obtained by the authors (X=70,90), indicating that the young
Portuguese population has average levels of stigma. To better understand the levels of stigma
obtained, a cut-off value of the questionnaire or further studies characterising the level of the stigma
of populations using the ASQ would be necessary.

On the other hand, in this study there were no significant differences in the ASQ score according to the
variables age, gender, education level, diagnosis of ADHD, knowing someone with ADHD, and, if
applicable, relationship with the person with ADHD and regularity of contact, suggesting that more
stigma is not associated with these variables. Previous studies have also concluded that stigma may
not be influenced by sociodemographic variables or contact with people with ADHD"82°2, However,
some trends were observed in the quantitative study: participants with ADHD and family
members/friends of people with the disorder showed higher levels of stigma than participants without
ADHD and acquaintances of people with the disorder. These results were supported by the interviews
carried out because young people with ADHD tended to present prejudiced speeches about
themselves, excusing some social behaviours based on the lack of public knowledge about the
symptoms underlying the disorder. In other words, having ADHD seems to promote higher levels of
stigmain this sample. In previous studies with young people with ADHD, these results were also found
and were justified by the susceptibility that young people revealed in seeing their behaviours as
stigmatising®®¢”. This susceptibility often results in the internalisation of public stigma, which is
associated with increased levels of stigma®®'". On the other hand, interviewees who were friends of
young people with ADHD also presented, in their speeches, prejudiced ideas, since they identified the
disruptive behaviours of their peers with ADHD as justification for the discriminatory behaviours of
society. In several studies, being family members or friends of people with ADHD was associated with
higher levels of stigma, due to the tendency that those individuals revealed to assume the prejudiced
thoughts and behaviours of society as authentic or valid®>2°.

Considering that family members and friends of young people with ADHD tended to have higher levels
of stigma, it was expected that participants who had daily contact with young people with ADHD (e.g.,
family members) would show more stigma than those who had only weekly or monthly contact with
people with the disorder. However, the opposite was found. This result may be justified by the
possibility that the participants with less regular contact were classmates of young people with ADHD

who, in the qualitative study, were the ones that revealed feeling bothered and disturbed by the
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disruptive behaviours of those peers. In previous studies, young people with ADHD had already been
described by their peers as disruptive of school norms and rules because of their behaviours®2'7,
Moreover, some interviewees stated that they avoided contact with peers with ADHD because they did
not know how to deal with their behaviours. This means that, as described in the literature, ADHD
symptoms are clear sources of rejection, discrimination and stigmatisation®2'¢”. The behaviour of
young people with ADHD was the common factor among all interviewees to justify stigma.

However, the participants who scored higher on the ASQ were not always the ones who, in the
interview, presented more stigmatising discourses. Some of the young people with higher scores
presented discourses promoting acceptance of peers with ADHD and the understanding of their
symptoms and behaviours. However, they defended the existence of public stigma towards ADHD and
agreed that the manifestation of symptoms and factors such as taking medication lead to more stigma.
This might mean that the ASQ does not only measure individual stigma towards ADHD, but also
individuals' perceptions of the public stigma attached to the disorder. Therefore, individuals with more
awareness of public stigma would show higher scores on the ASQ. On the other hand, some of the
respondents with low scores in the ASQ presented discourses marked by preconceived ideas that
promote stigma and by a devaluation of the stigma impacts. This devaluation may have influenced the
filling in the ASQ to the extent that they did not consider, for example, that people with ADHD are
rejected by society. In this way, low levels of stigma may not represent an absence of stigma but the
perception of its non-existence in society. The fact that stigma is a deep-rooted and subtle process
may prevent the perception of its manifestation, either at the individual or public level"**". This means
that people with prejudice may score low on the ASQ because they do not perceive the existence of
ADHD stigmain society.

Nevertheless, there were also participants who obtained high scores on the ASQ and whose discourses
revealed ingrained prejudices. In these cases, the lack of knowledge about ADHD may justify the high
levels of stigma. In fact, these participants described ADHD based on observable symptoms and
behaviours, not recognising it as a disease. Since the behaviours of young people with ADHD are
generally perceived negatively, understanding ADHD only by its symptoms may have contributed to
the high levels of stigma. Several studies proved that stigmatisation results from the lack of public
awareness about ADHD®®" and that the decrease of public stigma can be promoted by
knowledge®585%) Most of the interviewees reported that increasing public knowledge could decrease
stigma, improve the understanding of symptoms, and promote treatment acceptance.

Most interviewees also reported that knowing that a person is receiving pharmacological or
psychological treatment is sufficient to increase stigma towards ADHD, as concluded in previous
studies®™. In their perspectives, this happens for two reasons: either because it accentuates the

individuals' belief that the person with ADHD is "not normal”; or because they automatically associate
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treatment with having a mental disorder ("being crazy"). These hypotheses suggested by the
interviewees are supported by studies indicating that the experience of having a mental disorder, such
as ADHD, is described by young people as "being different” and interpreted in a prejudicial way®™. This
suggests that the roots of stigma may not be medication and treatment by itself, but rather the
existence of a mental illness that requires treatment, which leads the individual to be considered as
“different”.

This study, like any other, had some limitations. First, not all participants agreed to participate in the
interview phase, which did not allow access to the individuals with the most extreme scores in the ASQ.
Therefore, it was not possible to understand whether the factors leading to stigma vary between
extreme levels of stigma or not. Secondly, the answers given by the interviewees may have been
conditioned by the presence of the interviewer and the consequent perception that they were being
evaluated. There was a tendency for interviewees to respond based on standard and popular

sentences, considering what is socially correct and accepted.

5. Conclusion

This study aimed to describe the prevalence of ADHD stigma in the young Portuguese population aged
between 11 and 17 years. In addition, it was intended to explore the factors that promote the existence
of stigma. Several factors emerged from the study, including having ADHD, being a friend/family
member of someone with ADHD, weekly/monthly contact with someone with ADHD, ADHD
symptoms, taking medication, psychological treatment, "being different” and society's lack of
knowledge about the disorder.

Furthermore, this study allowed us to confirm that stigma is still a widely misunderstood and deep-
rooted social phenomenon. Future research should confirm the quantitative results of this study by
using a more significant and geographically dispersed sample. It would also be interesting to know the
perspective of young Portuguese people with ADHD concerning the impact of stigma on their
occupational performance, especially in school contexts. Experimental studies to assess the most
appropriate stigma prevention and intervention programmes are also essential.

Bearing in mind the impact of stigma on public health, the factors found in this study as promoters of
stigma should be further explored. Their complete understanding may ensure effective intervention in
the causes of stigma. In conclusion, stigma reduction should be understood as a primary goal in

intervention with young people diagnosed with ADHD.
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Appendix

APPENDIX A - EXCERPTS OF INTERVIEWS BY CATEGORIES.

Categories

Excerpts from the interviews

1. ADHD
concepts
and
recognition

"it's anillness that causes difficulty in being attentive and quiet" (18).

"is when a person can't stand still, is very nervous, doesn't concentrate" (14).

"he always has to be fiddling with something. He has his pencil case and he's always playing
with pens. He has to go to the bathroom, he has to stand up (..) the teacher is explaining
something, asks him what she just said, and he doesn't know (...) he is always talking about
things that don't have nothing to do with it and you can see that he is very distracted (...) he is
always moving his legs, arms, snapping his fingers" (11).

"it affects the personin a way that she gets more energy, move more, becomes amore restless
person (...) some may be more talkative, others may be more of running and moving around a
lot, others may have several different symptoms" (I5).

"it can be a person with hyperactivity, but still be very calm, or also have hyperactivity and be
explosive, or the middle way. If it is a more stressed person, it will also be more explosive" (I7).
"people were not very aware of what it was, so they ended up saying that it was an excuse |
gave for the fact that | was very restless and did not respect the teachers (..) but | think that
nowadays hyperactivity is better known and even teachers are more aware of what it is" (I6).

2.
Interaction
and
conduct
with people
with ADHD

"in our class nobody treats the boy who has hyperactivity differently, he is a boy like all the
others, a normal person” (I7).

"in the playground, he is often with his phone or playing games. Other times he is with us in
group playing normally (...) he talks a lot with his friends, he is very funny, very outgoing” (I1).
"at playground he got angry very easily (...) but he was funny and good friend" (113).

“| don't think it makes sense for her to be teased and bullied for it, because it's a disease she
can't control" (15).

"people with hyperactivity should be accepted by society and not seen as disabled (...) because
many times disability is the word used (..) and we are distancing ourselves from each other,
because supposedly there are healthy people and the disabled ones, and it is not correct" (114).

3.Stigmain
ADHD

"it's when a person who has some disability or mental illness is left aside by society and is
considered defective because she is different" (17).

“is to discriminate a person just because she is different, or because she has a condition that
prevents her from doing some things" (14).
‘I think there might be stigma against hyperactivity, but if there is it's very small, it's not
hardcore as with racism (.) you've never heard of a person being arrested for being
hyperactive" (110).

"the fact that they make jokes about it, laugh at it (...) treat that person differently just because
of hyperactivity. That shows that they have stigma” (1).

"I think that the person will feel bad, sad, excluded (...) will be afraid to make new friends, afraid
that they will be judged, and become anxious about it. Maybe even afraid to go to school (...) and
isolate herself from the others" (11).

"I there is no sharing of psychological treatment, the person will improve their way of being
and other people will stop criticising" (12).

“they may think that going to the psychologist is a thing of crazy or disabled people and think
that it is harmful. Or they can support her and say she is making the right choice” (110).

"if the person is very uncontrollable, very restless, | think it's normal that some people move
away because there are people who don't like to be with people who move a lot and don't stop
talking" (15).

"society has always been centred on a lineage of so-called normal people and when they see
someone different, they tend to recoil” (19).

"I really think that when people know what hyperactivity is, they have less prejudice (...) if the
kids knew that he wasn't doing it on purpose, or that he wasn't doing that to harm them, they
wouldn't judge him" (111).
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