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ABSTRACT  Attention deficit hyperactivity disorder (ADHD) generates debates and con-
frontations among diverse social agents with different conceptions of normality, health, 
the individual and the social. In this scenario of controversy, parents have tried to im-
prove the living conditions of their children through a number of models of social parti-
cipation in health. Using a qualitative ethnographic approach, fieldwork was carried out 
from 2013 to 2015 with the purpose of analyzing the universe of organizations regarding 
ADHD in Spain as well as other individual parenting initiatives with collective reper-
cussions. The work seeks to identify the different relationships with expert knowledge 
in existence and the models of knowledge circulation that take place within those re-
lationships, focusing on the way they configure discursive stances, establish collective 
dynamics, and develop actions. The disputed character of ADHD is evidenced in models 
more complex than that of the expert/layperson duality, as well as in new strategies of 
production and collectivization of knowledge facilitated by the Internet. 
KEY WORDS Cultural Anthropology; Attention Deficit Disorder with Hyperactivity, 
Mental Health Associations; Knowledge Management; Spain.

RESUMEN El trastorno por déficit de atención e hiperactividad (TDAH) genera debates 
que enfrentan a distintos agentes sociales con diferentes concepciones de la normalidad, 
la salud, el individuo y lo social. En este escenario de controversia, las madres y padres 
han tratado de mejorar las condiciones de vida de sus hijos desde diversos modelos de 
participación social en salud. Desde un abordaje cualitativo y etnográfico, se realizó un 
trabajo de campo entre 2013 y 2015 con el propósito de analizar la realidad asociativa 
española en torno al TDAH, así como otras iniciativas parentales individuales pero con 
ecos colectivos, para tratar de identificar las distintas relaciones con el conocimiento 
experto y los modelos de circulación de saberes que se dan en ellas, atendiendo a cómo 
configuran sus posicionamientos discursivos, establecen sus dinámicas colectivas y 
desarrollan sus acciones. La cualidad disputada del TDAH se manifiesta en modelos más 
complejos que el dual legos/expertos, así como en nuevas estrategias en la producción y 
colectivización del conocimiento facilitadas por Internet. 
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INTRODUCTION

Currently, the attention deficit hyperactivity 
disorder (ADHD) is one of the most fre-
quent psychiatric diagnoses in children at 
the international level. It is manifested by 
a varying combination of trouble to pay at-
tention and stay focused, abnormal presence 
of hyperactivity according to the age of the 
children and poor impulse control.(1) Excess 
inattention, hyperactivity, and impulsiveness 
have been described in literature since the 
19th century and it has been referred to by 
many names according to the behavioral sign 
highlighted by each author. In 1902, Still(2) 
introduced the diagnostic label, which is the 
most similar description in comparison to the 
current description of the disorder. Although 
this disorder has also been reported in adults 
because of its chronic nature, such diagnostic 
label has been the subject of much contro-
versy when associated with children.

Hyperactivity has become a standard 
comprehensive framework for the behav-
ior of contemporary children in the Western 
culture, as well as commonplace for every-
day language. In fact, this diagnostic label 
has gained popularity and it is informally and 
prematurely applied to children whose ac-
tivity is regarded by adults as excessive, re-
gardless of whether there is a diagnosis of the 
disorder or not. As is the case with depres-
sion and anxiety, the diagnostic terminology 
has passed into common usage among the 
general population – far beyond patients and 
professionals – so as to interpret, regulate, 
and mediate experiences and the understand-
ing of the self.(3) In this case, hyperactivity 
and understanding this behavior as a disorder 
has helped, especially families, re-signify and 
account for child behavioral disorders which 
go against the social norms. 

Despite the expansion of the label of “hy-
peractivity,” or precisely because of it, there 
is an ongoing debate on the validity of such 
disorder as a diagnostic category,(4,5) which 
has resulted in the lack of social consensus in 
relation to the biomedical discourse. This de-
bate can be regarded as a paradigmatic case 

in which two models with opposite interpre-
tations of health conditions are introduced: 
a model regarding the condition, supported 
by the biomedical perspective, which de-
scribes the somatic and individualized reali-
ties; the other model regarding a biopolitical 
perspective, which highlights the socio-cul-
tural nature of some of these health condi-
tions, especially the psychiatric condition. 
In the first model, the inconsistency with the 
social norms is evidenced by the individual, 
considering his inappropriate behavior and 
the consequences it entails for the individ-
ual and his environment. Whereas the sec-
ond model shows the biomedical strategy in 
which symptoms become signs and, there-
fore, allows to de-socialize, universalize, and 
neutralize health conditions.(6) 

The first model is represented, in this 
case, by the most internationally used refer-
ential figure of mental health: the Diagnostic 
and Statistical Manual of Mental Disorders 
(DSM), which is published by the American 
Psychiatric Association (APA). In its fifth and 
last edition, it asserts that ADHD is charac-
terized by a persistent pattern of behavior 
which is evidenced in many settings, for in-
stance, at home and at school. It is believed 
that the disorder exists when the symptoms 
of inattention, hyperactivity, and impulsive-
ness are more frequently displayed and more 
severe than typically observed, according to 
the age and development of the individual. 
Moreover, such disorder exists when these 
symptoms cause impairment in school or 
work performances, as well as in daily activi-
ties.(7) Currently, ADHD is being treated with 
psychotropic medication, as well as with cog-
nitive behavioral therapy, in which the col-
laboration of family members and teachers is 
crucial. 

Regarding the biopolitical perspective, 
the model shows, mostly, the increasing 
pathologizing of children and the medication 
that such disorder entails. Both models con-
sider ADHD as one of the examples applied in 
the medical field of the maladjustment to so-
cial life, particularly family and school life, as 
well as one of the manifestations of the medi-
calization of education which has taken deep 
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roots in the mind of different educational 
agents, whether they are parents, teachers, 
or institutions. One of the manifestations of 
ADHD is the fluctuation in the prevalence 
rate, according to the studies and geograph-
ical areas, which shows the importance of 
socio-cultural factors and the medical tradi-
tions in connection with the interpretation 
and treatment of the ADHD symptoms.(9,10) 
Moreover, there are studies which show that 
the worldwide prevalence of ADHD was esti-
mated at 5.29% in school-aged children.(11) In 
the European Union, it was estimated at 5% 
(3.3 millions) in children and adolescents.(12) 
Whereas in a study conducted in 2012 in 
Spain, it was estimated at 6.8%.(13)

In this scenario of dissension, sufferers 
and family members come together not only 
because they want to voice their claims for 
health care, but also because they play an im-
portant role as active social actors who take 
a position and act according to their needs 
defined in a particular context. Health asso-
ciations and self-help groups involved are 
entities formed by individuals who have 
health problems and/or by their family mem-
bers. These entities are created for many rea-
sons, but the concern they have in common 
is that they want to find solutions for poor-
ly-addressed problems(14) and increase the 
demand for a more active participation in 
policy design and healthcare benefits. As a 
consequence, healthcare associations and 
self-help groups have both a care-related and 
a claim-related function. In many cases, the 
main reason why these entities come into ex-
istence is because they seek to make ignored 
problems socially visible. This reason is also 
the one which most determines the trajectory 
and participation of the organization based 
on knowledge production.(14,15)

The interest in patient groups, public 
health activism, and social movements re-
garding medical research is considered as a 
field of study in which social scientists have 
sought to establish classifications and typol-
ogies according to the relationship between 
the ones mentioned above and the health sys-
tem and its professionals. One of these typol-
ogies is the one developed by Rabeharisoa 

and Callon(15) which has classified patient as-
sociations as being auxiliary, collaborating, 
or opposing in nature, based on the differ-
ent ways patient associations engage and in-
teract with the expertise knowledge and its 
professionals. These classifications help es-
tablish an initial approach based on the rela-
tionship with the expert discourse. However, 
these classifications are not exhaustive given 
that they comprise a much greater variety of 
groups, movements, and dynamics of partic-
ipation, such as, the “virtual” ones, which 
are internet-based patients, or those groups 
and movements who act on behalf of other 
groups of patients.(16)

METHODOLOGICAL ASPECTS

This work is framed within a further col-
lective research which addresses different 
models of interaction among patient groups, 
medical experts, and other actors involved, 
as well as the analysis of cases where sci-
entific practice has been infused with lay 
knowledge.(17,18,19,20) Furthermore, this article 
is focused on the collective experience of 
parents whose children have ADHD in Spain, 
considering the associative movements and 
other strategies which are more unusual but 
also have a great social impact and help build 
knowledge networks. The health associations 
and self-help groups are linked together by 
social interactions according to the particular 
socio-cultural, political, and public health set-
tings, to address their needs and to voice their 
claims according to each case. Therefore, to 
understand the structure, reasons, and ac-
tions of the ADHD groups, these groups 
need to be placed in the national context 
where they are formed and organized; as it 
has been done in previous studies regarding 
parent groups from different European coun-
tries, such as France, Ireland, Italy, and the 
United Kingdom.(4,21,22,23) Taking into consid-
eration the different collective efforts made 
by parents whose children have been diag-
nosed with ADHD, we will seek to show 
ADHD models and strategies of participation 
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in health, the (de-)identification processes 
in connection with the expert knowledge, 
and the activities related to the production 
of knowledge which were developed in a 
controversial scenario among explanatory 
models. 

A consistent and ethnographic method-
ology has been used in the conduction of the 
fieldwork over the course of two years (2013-
2015). In this fieldwork, we have identified 
the social actors involved and we have fol-
lowed discourses and debates in the media 
and on social networks. Regarding the strate-
gies of parents’ mobilization, we have closely 
followed the activities conducted by the As-
sociation for the Attention Deficit with or 
without Hyperactivity in Alicante (AADAH) 
[Asociación de Alicante para el Déficit de 
Atención con o sin Hiperactividad] and the 
Spanish Federation of Support Associations 
for the Attention Deficit with Hyperactivity 
(FEAADAH) [Federación Española de Asoci-
aciones de Ayuda al Déficit de Atención e 
Hiperactividad]. The FEAADAH is an organi-
zation that consists of and integrates a great 
number of associations related to ADHD in 
Spain. We have participated in discussions 
and training courses, held for members and 
non-members. Furthermore, we have col-
lected information from websites and publi-
cations, and we have conducted an in-depth 
interview with the president of a local group.

As a counterpoint to more biomedical 
support and the dissociative aspect of the 
associative movement, we have also con-
ducted an in-depth interview with the fa-
ther of a child who has been diagnosed with 
ADHD. The father is the author of the blog 
named “I also love someone who suffers 
from… ADHD?” [Yo también amo a alguien 
con… ¿TDAH?], from which other networks 
of knowledge where lay individuals and ex-
perts participate are linked together.

After being informed about the objec-
tives of the study and how the collected infor-
mation will be used, the respondents signed 
an informed consent form in which they 
agreed to participate in the research study. 
We will not mention the names of the re-
spondents, although they had no objections 

to the disclosure of their names, given the vis-
ibility of the position they hold.

THE EXPERT DISCOURSE: 
PROTOCOLS AND MANIFESTOS

ADHD is accepted as a medical category 
in the main disease classification systems 
and is recognized by international organiza-
tions, such as the World Health Organization 
(WHO) and the UNESCO, which fosters de-
bates at the international level, both within 
and outside the biomedical field.(24) The main 
criticisms directed against the expansion 
of ADHD diagnosis highlights the lack of 
rigor in the absence of reliable biomarkers 
which would determine the causation; the 
ambiguity, as the detection of the disorder 
is based mainly on the assessments made 
by parents and teachers; the predictive and 
non-preventive application of the ADHD 
diagnosis; the application of a treatment, 
which includes the administration of psy-
chostimulants to children, and which raises 
suspicion about the underlying pharmaceu-
tical interests.(25) The debate on whether the 
existence and quality of the diagnosis is real 
is often categorically addressed. The biomed-
ically-legitimized discourse claims that there 
is a differentiated clinical entity, which has 
a particular organic etiology of neurobio-
logical nature. However, other discourses 
claim that ADHD should not be accepted as 
a specific category. Furthermore, the disorder 
is regarded as a cluster of symptoms with 
an unknown etiology, which is manifested 
in different personality dimensions and is 
connected to many factors (biological, psy-
chological, familial, and socio-educative).(26) 
Also, many professionals in education and 
the “psy” sector argue against the medical/
biological explanations given for children’s 
behavioral difficulties,(27) and they challenge 
the influence school might have as a context 
for the development of the disorder.(28)

This article does not seek to problema-
tize how the scientific knowledge related 
to ADHD, its nosologic structure, and the 
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diagnostic criteria used is established or 
where the clinical practice fits. However, 
these issues are the scenario that gives shape 
to the role, objectives, and claims of the asso-
ciative movement and its exiles. Such issues 
have been mainly echoed by professionals 
in health,(29) education,(30) and communica-
tion(31) in Spain. Conversely, those who val-
idate and treat cases of ADHD, considering 
the model proposed by the DSM and the con-
ception of ADHD as a disorder of neurobio-
logical origin which begins in children, come 
from, mainly, particular medical special-
ties (psychiatry, neurology, and pediatrics), 
the clinical psychological field, through the 
psycho-pedagogical department and specific 
services, groups of sufferers and family mem-
bers, and, to a lesser extent, the educational 
field. In other words, they are professionals 
within the same disciplines but from differ-
ent positions. Other social actors involved 
who play an important role, although we will 
not discuss this topic in this article, are the 
pharmaceutical companies and foundations, 
which are often linked together. Further-
more, these pharmaceutical companies and 
foundations help disseminate information 
about ADHD in the public sphere and they 
actively participate in activities conducted by 
the associations by sponsoring as well as by 
endowing both sufferers and family members 
with resources of all kinds.

In Spain, ADHD is validated by med-
ical, educational, and political institutions 
through the publication of guidelines, pro-
tocols, implementing regulations, and leg-
islative recognition at a state level. It is also 
validated by the different autonomous com-
munities, as they have jurisdiction over mat-
ters of public health and education. These 
examples are considered achievements made 
through the role the associations played in 
understanding the needs of children diag-
nosed with ADHD and claiming effective 
solutions which would guarantee the rights 
of those children to receive the attention and 
care required. The cooperation between the 
institutions, the FEAADAH, and the differ-
ent associations is reflected in their inclusion 
as consultants, reviewers, and addressees 

of the different documents published in re-
sponse to their claims. The explicit inclusion 
of ADHD in the Organic Act for the Improve-
ment of the Quality of Education of 2013 
[Ley Orgánica de Mejora de la Calidad Edu-
cativa en 2013], along with the measures of 
care and schooling of students with specific 
learning difficulties, are considered good ex-
amples of the validation of the disorder. The 
recognition of the specific needs of educa-
tional support related to students diagnosed 
with ADHD was approved with a majority of 
votes by the Congress of Deputies. Besides, 
six autonomous communities have estab-
lished implementing protocols coordinated 
at the autonomous community level with the 
fields of Health, Education, and, where appli-
cable, Social Services, for the diagnosis and 
treatment of ADHD in Spain.

The purpose of these guidelines and pro-
tocols is to reach consensus and standardize 
clinical practices in a controversial scenario, 
in which associations actively claim a re-
duced uncertainty among professionals and 
families in order to protocolize therapeutic 
itineraries. However, another effect has been 
to bring together and make visible the sev-
eral most critical medical associations and 
social entities which have claimed the mod-
ification and withdrawal of these guidelines 
and protocols. Especially in the public health 
sector, in contrast with the educational sec-
tor, more voices have been raised against 
the implied tendency of a single model for 
the understanding and treatment of ADHD 
in comparison to other explanatory frame-
works and therapeutic options. Thereby, the 
debates and the positioning of different ac-
credited professionals have entered the pub-
lic sphere through institutional publications 
as well as through the manifestos which re-
spond to those institutional publications, the 
professional counter-manifestos, and the in-
stitutional manifestos which endorse/support 
the aforementioned publications.

In 2010, the first Clinical Practice Guide-
line on Attention-Deficit/Hyperactivity Dis-
order (ADHD) in Children and Adolescents 
[Guía de práctica clínica sobre el trastorno 
por déficit de atención con hiperactividad 
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(TDAH) en niños y adolescentes] was pub-
lished by the former Ministry of Health, So-
cial Policy and Equality.(32) The purpose of 
the guideline was to standardize diagnostic 
criteria and to serve as a point of reference 
for the public health decision-making within 
the National Health System of Spain in rela-
tion to the public health problem arising as 
a result of ADHD, given its high prevalence 
and its great impact on the life of the patient. 
This guideline has been externally reviewed 
by the president of the FEAADAH, among 
others. Furthermore, despite being a clini-
cal guideline, it was expressly stated that the 
purpose of this guideline was to serve as a 
useful instrument for the population and the 
professionals in public health as well as in 
education. 

This guideline, along with the Protocol 
for the management of ADHD in children 
and adolescents in the public health sys-
tem in Catalonia [Protocolo para el manejo 
del TDAH infanto-juvenil en el sistema san-
itario catalán], designed by the Department 
of Health of Catalonia, have been consid-
ered some of the most controversial docu-
ments. The protocol, published on May 6, 
2015, was implemented with the purpose 
of promoting equity in relation to the treat-
ment of individuals suffering from attention 
deficit disorder with or without hyperactiv-
ity (ADHD) and providing responses to re-
quests made by the associations of families. 
The protocol includes ten recommendations 
to reduce the variability in the diagnosis and 
treatment of ADHD, as well as recommenda-
tions for the collaboration with the education 
system and work with families.

The criticisms directed at this protocol 
gave rise to the publication of the manifesto 
known as For a clinical consensus regard-
ing ADHD [Para un consenso clínico del 
TDAH] on June 29, of the same year. Such 
manifesto, as against the current statistical di-
agnosis or evaluative judgment about admin-
istrative control, has been signed by 2,358 
signatories and has received 122 institu-
tional endorsements. Regarding this proto-
col, associations of professionals, teachers, 
social workers and, only, one association of 

families have requested its withdrawal. Some 
of these entities are the Spanish Association 
of Neuropsychiatry [Asociación Española de 
Neuropsiquiatría], the National Association 
of Mental Health Nursing [Asociación Na-
cional de Enfermería de Salud Mental], the 
Federation of Associations for the Defense of 
Public Health [Federación de Asociaciones 
para la Defensa de la Sanidad Pública], or 
the Spanish Society of Analytical Psychology 
[Sociedad Española de Psicología Analítica]. 
On July 22, 2015, following the signature of 
the protocol, a counter-manifesto of support 
to such protocol was published. This count-
er-manifesto gathers scientific evidence of 
the disorder. This document has been signed 
by the Catalan Society of Psychiatry and 
Mental Health [Sociedad Catalana de Psiqui-
atría y Salud Mental], the Catalan Society of 
Child and Youth Psychiatry [Sociedad Cata-
lana de Psiquiatría Infantojuvenil], the Cata-
lan Society of Psychiatry of the Academy of 
Medical Sciences of Catalonia and Balearic 
Islands [Sociedad Catalana de Pediatría de 
la Academia de Ciencias Médicas de Cata-
luña y Baleares], and the Catalan Society 
of Specialists in Clinical Psychology [Socie-
dad Catalana de Especialistas en Psicología 
Clínica]. Within these factions, there are dif-
ferent specialties and perspectives regarding 
health. On the one hand, there are special-
ties of a more social nature and psychody-
namic perspective. On the other hand, there 
are “psy”-specialties which have more cogni-
tive-behavioral and neurodevelopmental per-
spectives, which favor childhood behavior 
interventions along with medication.(33)

Some of the most common criticisms 
mentioned above are the lack of rigor and 
the exponential increase in the rate of diag-
nosis, as well as the minimization of risks as-
sociated with the pharmacological treatment. 
However, in more concrete and precise 
terms, the critics defend the public systems 
and their own cultural frameworks at a time 
of big budget cuts in public health and social 
services, by denouncing the lack of objectiv-
ity and the implicit conflicts of interest faced 
by private health care professionals who 
have made those criticisms. Furthermore, the 
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critics demanded the use of the European di-
agnostic reference (ICD), published by the 
WHO, instead of the reference indicated by 
the DSM, which are less restrictive and which 
were created in the United States. The dispute 
over the models of approach regarding ADHD 
which are displayed in these confrontations 
will have a great impact on the role of the asso-
ciations, on the support given to these or those 
networks of experts and on the circulation of 
knowledge among different groups.

THE ASSOCIATIVE MOVEMENT 
REGARDING ADHD

The social mobilization regarding ADHD is 
mainly carried out by associations spread 
throughout Spain. Most of the associations 
were founded by parents who, as co-sufferers, 
come together not only to claim the rights and 
resources for their children, but also to prove 
the existence of such disorder which they be-
lieve is not well-treated. Furthermore, ADHD 
is called into question by critical voices, by 
some teachers in school praxis, and by those 
who hold parents responsible for a style of par-
enting that is lacking in dedication to children, 
delegated to the “expert voice” and with ex-
cessive expectations. In this regard, these as-
sociations have helped gather parents whose 
children are diagnosed with ADHD in order to 
make collective claims, seek ways to absolve 
the parents from public blame and become 
part of networks of experts so as to form an 
epistemic community.(35)

Most of these associations are grouped to-
gether within the FEAADAH, a national non-
profit organization. Since 2002, the purpose 
of this organization has been to foster re-
search on ADHD and collaborate in areas of 
education, social care, and science as well as 
collaborate with entities created for the pur-
pose of researching and treating such disor-
der. Moreover, the FEAADAH is a charter 
and active member of the European network 
of associations for the treatment of ADHD, 
ADHD-Europe. Currently, there are 84 feder-
ated associations throughout Spain; however, 

they are highly concentrated in urban areas. 
There is a significant number of federated as-
sociations if such number is compared, leav-
ing aside the demographic differences, to the 
number of federated associations existing in 
other countries, such as the 20 local groups 
in Italy,(21) 25 federated associations which are 
members of the INCADDS in Ireland and 22 
groups of HyperSupers in France.(36) The num-
ber of associations regarding ADHD may be 
explained by using autonomic differences, as 
spaces for the vindication of rights, as well 
as the proximity dimension, emotional care, 
experience exchange, and social legitimacy 
which are offered by the support group in a 
context of questioning. 

The FEAADAH stands as an interlocutor 
with State institutions with the aim of address-
ing the problems that cannot be addressed by 
local associations. Such position helps address 
a number of needs which require a more com-
plex organization, exceeding the possibilities 
of a small horizontal structure. The prime ob-
jective of the FEAADAH is to work in favor of 
the articulation of an institutional framework 
for fostering the detection, diagnosis, and 
treatment of ADHD as well as for ensuring the 
recognition and respect for the rights of the 
sufferers. The FEAADAH plays an important 
role on the Internet through its website, blog, 
and social network accounts where it shares 
news, data, or declarations of its president in 
relation to the issues concerning the organiza-
tion. The adherence to the current biomedical 
model is evidenced in their objectives, the dis-
played information and the clear explanation 
provided by the scientific advisory committee 
on which this organization is based. An analy-
sis of the information contained on its website 
and in its publications helps highlight the main 
characteristics which define the FEAADAH re-
garding its role and its relationship with the 
knowledge policies.

COLLECTIVE IDENTITY

The principal unifying element is the diagnosis. 
Hence, a central section of the website provides 
detailed clinical data about causes, detection, 
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diagnosis, related disorders, multimodal 
treatment, and consequences which may arise 
from its progress. Regarding their public and 
cohesive identity, the associations try to keep a 
solid and firm discourse bearing a nosological 
entity, which if it was not well-accepted, it 
would deprive them of their means of medical 
recognition and social articulation. Therefore, 
instead of offering information, arguments 
are offered. Neuro-narratives(37) and genetic 
explanations are favored given the fact that 
they help reduce the diagnostic uncertainty as 
against the idea of reducing diagnostic uncer-
tainty only by means of a medical assessment. 
Medicalization and the recourse to science in 
relation to their discourse are the means which 
help validate their disorder experience(38) and 
to obtain resources,(36) as well as the means by 
which the associations can become legitimate 
interlocutors of the experts, not only from their 
experiential knowledge but also from their 
experience of expert knowledge, and substan-
tiate their discourse directed at the society. As 
the president of the association asserts:

We learned to distinguish the meaning of 
terms such as “meta-analysis,” “blind and 
double-blind controlled clinical trial,” 
“longitudinal study,” “prevalence, inci-
dence,” “comorbidity,” among others, as 
well as the meaning of instruments used 
for the production and assessment of sci-
entific knowledge. We discovered that 
evidence-based medicine exists and that 
leading international and national sci-
entific journals have committees which 
establish minimum standards and ensure 
that the published articles are in compli-
ance with said standards […] Nowadays 
in the associations, we are aware that, 
even though we are not specialists, we 
have the right, the duty and the capacity 
to acquire knowledge about ADHD and 
assess the quality of the sources where 
we seek accurate information.(39) 

This definite identity based on the diagnosis 
also has other effects. On the one hand, the 
relationship with the associations allows the 
biomedical sector to endorse its performance 

and to better monitor the development of the 
disorder and the effects of the treatment. In 
fact, the very existence of associations iden-
tified by the diagnostic label becomes expe-
rience-based evidence. On the other hand, it 
allows mothers and fathers who do not see 
their  experiences and expectations recog-
nized to dissociate themselves from the dom-
inant biomedical discourse on ADHD.

AWARENESS

Despite its medical and institutional rec-
ognition, there is still an ongoing debate in 
society regarding the existence of ADHD. A 
debate which, put in those terms, considers 
that it seriously affects those individuals who 
suffer from this disorder and their family 
members. In this regard, awareness efforts 
play a crucial role in the responsibility asso-
ciations have in obtaining recognition from 
all of the professionals treating their children 
and by society as well.

Furthermore, awareness is about produc-
tion and dissemination of culture and infor-
mation. One of the discursive practices used 
is the statistical resource of facts and figures 
which helps assess the problem, for instance, 
the fact that patients who suffer from ADHD 
account for approximately 50% of the clin-
ical population within child and youth psy-
chiatry. Another discursive practice used is 
the collection of myths with which the dis-
order is socially associated such as fabri-
cation, trend, bad education, problems of 
modern life, among others, with the purpose 
of providing real answers. By means of a dis-
course on risk, the associations also seek to 
draw attention to the harmful consequences 
(drug addiction, alcoholism, crime) arising 
from the denialist discourses which hinder 
the adequate care of childhood with ADHD. 
Finally, with the aim of leading an interna-
tional proposal, a campaign was launched in 
2012, and the purpose of such campaign was 
to ask individuals, especially those engaged 
in professional activities related to the edu-
cation, public health, social, and labor field 
to express their support for the letter sent to 



Associations and dissociations: agents, discourses and controversies surrounding child hyperactivity 329
SA

LU
D

 C
O

LEC
TIV

A
. 2017;13(2):321-335. doi: 10.18294/sc.2017.1212

the WHO requesting the declaration of the 
ADHD World Awareness Day.

PARTICIPATION IN THE 
PRODUCTION AND MOBILIZATION 
OF KNOWLEDGE

A large number of the activities revolve 
around this dimension. Regarding these ac-
tivities, expert knowledge is favored over 
experiential knowledge, and objectivity 
resulting from scientific rigor is prioritized 
over subjectivity of narratives related to the 
health condition. This prioritization helps 
the associations, as expressed in their ob-
jectives, promote training activities and ex-
change of projects, experiences, and research 
studies, as well as the organization of events 
which will contribute to the circulation of 
knowledge and the research on ADHD. The 
associations give advice to parents as well as 
to professionals, organizations, and public 
and private institutions associated with 
ADHD. In the face of a complex reality, they 
draw road maps; and, in view of information 
surplus, information is collected in order to 
ensure availability and filter such information 
in pursuit of reliability. Furthermore, they 
have mediated between public health and 
educational institutions, although unidirec-
tionally, so as to try to convey the medical 
meaning of the disorder.

The knowledge concerning ADHD and 
its treatment not only is established through 
the affirmation but also through the refusal, 
denial, and claim. Such knowledge is dis-
seminated by means of an “opposing dis-
course,” which responds to those divergent 
and deceitful voices which have a detrimen-
tal impact on the activities conducted as the 
disorder and its causes are being trivialized. 
Those opposite discourses are challenged by 
means of a delegitimization strategy in the 
name of science. In a sort of epistemological 
vigilance favored by new technologies, both 
the association leaders and their associates 
play an active role on the Internet and they 
pay close attention to the deviations from the 
biomedical narrative model or trivializations 

of the disorder which may occur, so as to 
censor, redirect, or to demand responsibility 
from those who should take it. An example 
of their active role are the open letters written 
by the president of the Federation, comments 
made on blogs, in newspapers or websites, 
in relation to advertisements or information 
which go against their interest, or the col-
lection of signatures on the website change.
org. Regarding one of the active petitions of 
the latter mentioned platform a request was 
made to take down an advertisement of a 
theater play which goes against ADHD. Fur-
thermore, another petition requested the 
public rectification from the director of a 
well-known television show in which the dis-
order was considered to be portrayed in an 
utterly partial and wrong way.

The FEAADAH  employs the official dis-
course that mothers and fathers make use of 
before the institutions which do not cover their 
needs, the professionals who do not support 
them and the society that does not understand 
or respect them. To this end, they fly the flag 
and mobilize a discourse on scientific certain-
ties consistent with the dominant expert dis-
course. The local groups, which are brought 
together by the federation, have special charac-
teristics depending on the local environments 
where the group is created, the individuals 
who empower them and their temporary tra-
jectories. In a more micro-dimension, it is pos-
sible to observe how the discursive strength 
which is used in order to assert their rights con-
stitutes a discursive device which, within the 
local groups, hampers the management of the 
different versions of “us.”

ASSOCIATION FOR THE ATTENTION 
DEFICIT WITH OR WITHOUT 
HYPERACTIVITY IN ALICANTE 
(AADAH): SITUATED PRACTICES AND 
DISCOURSES ON THE MARGINS

In contrast to the formal and neutral nature of 
the federation, local groups share a number 
of characteristics with self-help groups in 
which equality and trust are built upon the 
identification based on the shared history 
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showing the same problem, with the same 
venturesome and uncertain trajectory. Next, 
the group defines its own identity, redefines 
the shared problem and enables the recon-
struction of the impaired identity of the group 
members, and even the identity reformulation 
based on other parameters.(40) Therefore, in 
2012, a group of parents whose children at-
tended the Child and Youth Mental Health 
Unit saw the need to run the association for 
the improvement of the situation of children 
and families who suffer from ADHD as well 
as for the defense of their rights.

Among the recurrent objectives are those 
seeking to reduce social unawareness on the 
disorder, the dissemination of knowledge in 
the educational, public health, social, and fa-
milial fields, and the defense of rights in local 
administrations. Hence, their main activities 
include educational workshops, lectures or 
presentations, family counseling on early de-
tection and multidisciplinary treatment, and 
collective representation before different 
bodies. Being small-sized and of recent cre-
ation, these support groups have no staff of 
professionals, although they do have leading 
expert collaborators who deliver lectures and  
provide advisory services.

Having a nature of proximity and close-
ness, the association provides an essential 
emotional support for those parents who, 
looking to exchange with families having 
similar experiences, approach the association 
in a state of confusion caused by medical la-
bels, or suspecting such labels might apply to 
them, requesting information and guidance. 
Nevertheless, those who keep in contact, es-
tablish a relationship of mutual support and 
get involved with the association are a mi-
nority in comparison with those members 
whose role is more related to the consump-
tion of services and information about lo-
cal resources of education and local public 
health.  

They are particularly sensitive to how 
they are treated by physicians and how their 
children are treated at school whenever they 
question the ADHD diagnosis. In fact, one 
of the elements which validates their expe-
riences is precisely the (un)awareness of the 

disorder by society. “To share the same prob-
lem” means to share “a story of the same 
problem,” a story that cannot be narrowed to 
anamnesis since it includes the experiences 
and circumstances related to the problem, 
as well as the experience of interaction with 
professionals and services.(41) As the president 
of the association states:

There are mothers who have come to tell 
me “I keep telling my pediatrician that I 
see this and that, but they tell me that I 
am a mother that exaggerates too much, 
a hysterical person, that it is not possi-
ble for him to be hyperactive, that this 
is not true, that there is nothing wrong 
with the child and he does not refer me 
where he should.” Then, it is not only in 
the field of education but also in the field 
of public health. (Mother of two children 
who suffer from ADHD, president of an 
association) 

They also feel the pressure of an environment 
that criticizes their parenting styles:

…what parents normally have to hear is 
that their child is not well educated, that 
parents do not set limits, that the child 
is bad or lazy, or that he has his head 
in the clouds. Then, for sure, the child 
and the family are blamed for a disor-
der in which the family has a lot to do, 
of course; and  working with the child 
is essential, but this disorder is neurobi-
ological in nature and parents have not 
been able to control it  since the early 
years of the child. (Mother of two chil-
dren who suffer from ADHD, president 
of an association) 

In this sense, receiving the diagnosis is com-
forting, since it helps somewhat soften the 
blame for the upbringing, orient the search 
for resources and identify the professionals 
who can help them. The emphasis on the fact 
that diagnosis explains what is uncontrollable 
has an atoning effect which holds the parents 
harmless, absolves them from guilt, and pre-
serves their identity as good parents.(3,21) 
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Nevertheless, they regret the fact that there 
is not a more accurate diagnostic test in order 
to legitimize their narrative in an irrefutable 
way: “We wish we could have the blood 
test to measure ‘hyperactivity’ and ‘impul-
siveness’ and all that, don’t you think?”

The adoption of the dominant expert 
discourse leads to a homogenization of the 
narrative which is not free from intergroup 
conflicts, as it forces the convergence of the 
current biomedical explanation as a strate-
gic self-censorship of the groups, at the ex-
pense of the experiential knowledge which 
is enforced, but outside the activities of the 
group. In this sense, the president recognized 
the difficulty of organizing activities which 
would respond to the needs of everyone, al-
though she herself went beyond the limits of 
the treatments recognized by biomedicine:

On the one hand there are those who 
go like this: “I go to my psychiatrist, I go 
to my pediatrician, I go to my psycholo-
gist, and by doing so the child gets bet-
ter.” Don’t tell these people: Come to a 
lecture on Bach flowers, chromatogra-
phy therapy or homeopathy.” Because 
they will tell you: “That’s rubbish, that’s 
pseudoscience, that’s nothing” […] But, 
for instance, I have taken my children 
to a homeopath, which I´ve started vis-
iting recently, and I´m going to give it a 
chance […] In my case, my husband and 
I preferred not to medicate. […] It’s also 
difficult to deal with the full range of indi-
viduals that are members of the associa-
tion in order to help everyone to find a 
satisfactory answer within the associ-
ation. That is to say, if right now I start 
giving talks about tapping, Bach flowers, 
half of the members, or the majority of 
them, will leave the group. However, the 
minority will be delighted. Then, we have 
to cater to everybody’s taste, which is not 
easy. (Mother of two children who suffer 
from ADHD, president of an association)

Paradigms are kept or are changed depending 
on the effects of the medication.(38) For that 
reason, there is a process of contrasting the 

official discourse with the experience, in 
which experience-based decisions, rather 
than informed decisions, are made. These de-
cisions produce a hybridization of the expert 
and alternative expert knowledge. But what 
remains significant is that their healthcare 
complexes go beyond the established bio-
medical limits, to the extent that the field in 
which the involved social actors(42) reflect 
upon, symbolically represent themselves 
and expose their decisions extends beyond 
the epistemic boundary of the legitimated 
discourse. However, this field should remain 
shielded in order to preserve the collective 
identity which would allow them to defend 
their rights. Precisely when these boundaries 
do not make room for other narratives to ex-
plain the hyperactivity or other therapeutic 
options is when the exclusion of groups and 
the application of other frameworks of un-
derstanding take place, as we will see in the 
following case.

I LOVE SOMEONE WHO SUFFERS 
FROM… ADHD?: PECULIARITIES ON 
THE NET

If you have reached here, for sure some-
one close to you has been labeled with 
the acronym ADHD. Our child has also 
been labeled; for that reason, we created 
this blog to compile and share all the 
information that we have found so far. 
After all this time, it has been of much 
more help. We have given a new direc-
tion to our child’s treatment, something 
that would have been impossible with-
out all the people we have met along the 
way and the alternatives available we 
have discovered although no one before 
ever told us about them. Now, our objec-
tive is that our experiences help you 
draw your own conclusions and choose 
the way to help your child from a wider 
perspective.(43) 

Through this invitation, the author of the 
popular blog I love someone who suffers 
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from… ADHD? introduces himself to the 
readers who are looking for information 
about ADHD. He created the blog in 2009, 
used as a “library,” as a way to organize 
what he was reading during his process of 
self-education and in pursuit of alternative 
solutions to those already provided by physi-
cians, psychologists, and associations he had 
met. Those physicians, psychologists, and 
associations were certain that his child suf-
fered from ADHD and that the only available 
treatment was cognitive behavioral therapy 
and medication. Precisely, the effects of the 
medication on the unrecognizable facial ex-
pression of his child were the ones which de-
termined that he should abandon that path 
and look for other solutions and resources to 
understand what was happening to his child.

In his case, the associative experiences 
were not satisfactory, precisely due to the 
small margins to move within other knowl-
edge referents. He started attending the 
nearest association, but they questioned 
his comments, invoking the scientific disci-
pline from which he spoke. His stance is not 
against science, but against the only and stan-
dardized version that claims there is only one 
possible explanation for everyone, which 
does not leave a margin for the trial-and-er-
ror experience:

I am a professional geologist, and a jack-
of-all-trades scientist. But there comes a 
time when you say: “if I keep trying to 
stick too much to science, I will be clos-
ing many doors.” It is just ok if you open 
them, and then see that it doesn’t work 
and close them. (Father of a child who 
suffers from ADHD, author of a blog)

Through his initiative journey, he has gone 
from privilege to biosociality as an explan-
atory model, to the epistemic privilege of the 
biography, which led him to use the question 
mark after ADHD appearing in the title of his 
blog.

Physicians made me lose a lot of time. 
Because the child had a problem at 
school and physicians know that what’s 

happening to my child could have 
gone that far if they had tried a little bit 
harder, you know? And if they had not 
disregarded the information I gave them. 
For instance, the subject of adoption and 
such, which they ignored as if it were 
not important, and that has much reper-
cussion and everybody knows about 
it. (Father of a child who suffers from 
ADHD, author of a blog) 

Furthermore, as a rhizomatic structure, a 
network of dissidents experts and associa-
tions has been developed, the members of 
which have joined together to question the 
current ADHD status through a range of dis-
courses, places of enunciation, and outreach 
strategies. Some of these groups are: “Parents 
with alternatives” [Padres con alternativas], 
“Laztana association” [Asociación Laztana], 
“When not everyone is ADHD” [Cuando no 
todos son TDAH], or “Attention deficit with 
hyperactivity advantage” [Ventaja por déficit 
de atención con hiperactividad].

A psychiatrist friend of mine, who has 
followed me since the very beginning, 
says that for him, it is really interesting 
to see how I have evolved. First, con-
sidering all the possibilities, opening 
doors here and there, everything – the 
good and the bad – what I agreed and 
disagreed with, and then being against 
every single scientist: psychiatrists and 
physicians. And finally, forming my own 
opinion which fortunately, nowadays, 
is not only mine. Finding the “huddle” 
has taken years for me. (Father of a child 
who suffer from ADHD, author of a blog) 

The construction of a shared and consensual 
narrative allows other groups that confront in-
stitutionalized discourse to produce a way of 
knowledge whose legitimacy, based on expe-
rience specificity, may help to confront dom-
inant discourses.(21) This shows the capacity 
of the Internet as an environment to create 
disembodied communities of proximity and 
support, in which the development and dis-
semination of knowledge enable personal 
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and collective transformation. Such devel-
opment and dissemination of knowledge 
also offers opportunities for collective action 
when the more recurrent paths and resources 
do not respond to the expectations and when 
there is no one to associate with, and you do 
not know what to do:

This is the worst feeling I have ever had 
regarding this issue. You are left com-
pletely alone. No one tells you anything. 
If you go beyond the conventional way, 
no one tells you anything. (Father of a 
child who suffers from ADHD, author of 
a blog) [Own translation]

When the current label is not recognized, there 
are not acronyms under which we can get 
grouped. The author of this blog is an example 
of a peculiarity that is interconnected and plays 
a mobilizing role regarding the alternative 
knowledge diachronically produced, which is 
alternative to predominant associations.

CONCLUSIONS

Diagnosis recognition is essential in a context 
of dissensus since such recognition enables 
a bureaucratic, social, and administrative 
articulation within the health systems of the 
modern welfare states. The emphasis placed 
on the diagnostic criteria and the biomedical 
procedure is most pronounced in those coun-
tries, such as Spain, where the public and 
expert opinion have not legitimated the bio-
medical discourse on hyperactivity. The diag-
nostic conception and therapeutic options are 
considered the main meeting points or van-
ishing points which establish a double frontier 
between experts and lay persons. As a result, 
knowledge becomes the main domain where 
the processes of reflection, identification, and 
articulation as a group or individuals take 
place, and where the legitimation of certain 
voices delegitimizes the other voices.

Approaches, although nuanced, may 
be narrowed down, on the one hand, to the 
support shown by the majority of parents, 

grouped together within the FEAADAH, to 
diagnosis, as well as to expert biomedical 
knowledge which validates such diagnosis, 
by using medicalization as a social articula-
tion device in order to improve the welfare of 
children. On the other hand, there are expe-
riences of exclusion, as is the case of the au-
thor of the blog, which if at the beginning is 
identified with the disorder label, the knowl-
edge of other discourses which reject such la-
bel will give rise to the articulation of other 
new support networks in a broader and in-
dependent environment such as the Internet. 
Such approaches give rise to the different 
health participation strategies adopted by 
each group.

In a case of scientific controversies, such 
as the controversy mentioned in this work, re-
source mobilization and knowledge reartic-
ulation in the associations entail a state of 
epistemic vigilance and a very active partic-
ipation so that the discourse is not distorted, 
or delegitimated. Support groups become ad-
vocacy groups in a federated fashion, who 
participate in the decision-making process re-
garding public health and education as well 
as in the claiming of rights and biosocial 
citizenship.

In the case of strategies of production and 
collectivization of knowledge facilitated by 
the Internet, we can observe how the narra-
tives related to epistemic experience are pri-
oritized as well as their amplification through 
social networks, going from “What do I 
have?” to “How do I manage it?” This strategy 
enables the access to information, the collec-
tive construction of knowledge, and a more 
flexible management of personal and geo-
graphical relationship. Consequently, the ex-
periential discourse gives rise to the support 
provided by the groups and experts, whereas, 
in the case of the associations, the biomedi-
cal support is evidenced by the adopted dis-
course of experience.

The ADHD characteristics as a medical 
entity with a significant prevalence, but lack-
ing social and professional consensus, pro-
vide a more diversified overview than the 
two-way relationship between lay persons 
and experts which, on the one hand, takes 
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