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Abstract:

Objective: Parenting a child with attention deficit hyperactivity disorder (ADHD)

exposes caregivers to stigma surrounding mental disorders. This study investigates how

parents of adolescents with ADHD are affected by and manage courtesy stigma in their

every day lives. Methods: Focus groups were conducted with mothers and fathers of

adolescents with ADHD who were part of a cohort study on ADHD detection and service

use. Grounded theory was used to analyze transcribed data. Results: Courtesy stigma

emerges and is managed in the interactions between parent and social networks as well as

in the parentsÕ interactions with their immediate family. Parents react to external

expectations put forward by community members, school staff, and health professionals,

but experience an internalized sense of responsibility in the context of immediate family.

ParentsÕ courtesy stigma management differs by network proximity and it is also shaped

by parentsÕ perception of Òdouble stigmaÓ Ð negative perceptions related to the period of

adolescence in addition to ADHD. Conclusions: Clinicians can benefit from increased

awareness of courtesy stigma and effective management of courtesy stigma can reduce

parentsÕ stress and improve their ability to collaborate in treatment. However, certain

parenting approaches can increase existing negative perceptions and complicate parentsÕ

stigma management.
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Introduction

Parenting a child with attention deficit hyperactivity disorder (ADHD) has been

shown to raise parental stress experiences. In part, higher stress levels may directly

reflect increased parental workloads due to their childÕs functional impairment. Another

important, but under-researched source of caregiver stress may stem from dealing with

the stigma associated with mental disorders. The significant role of stigma in the research

and treatment of mental illness has been recognized by Surgeon General identifies who

advocates zero tolerance for stigma (U.S. Department of Health and Human Services,

1999). Gary (2005) explains how stigma is Òmanifest in language, disrespect in

interpersonal relationships, and behaviorsÓ (p.980) and Link and Phelan (2001) put

forward the idea of a continuum or degrees of stigma. However, not only the person with

a stigmatizing disorder is affected to various degrees but also his/her kin and other

affiliated individuals. Therefore it is important to study how courtesy stigma (Goffman,

1963) forces the intimate, a person who can be discredited based on kinship or affiliation

with a stigmatized person, to assume the management control of stigma. In these

situations family members take over the information and social control by beginning to

remedy problematic situations (see Blum, 1991). This remediation can happen in various

ways. For example, Gramling and Forsyth (1987) summarized covering negative identity

marks, normalization, denial, justification, and politicizing as forms of stigma

management. The purpose of this paper is to investigate how parents of adolescents with

ADHD are affected by and manage courtesy stigma in their every day lives.

Methods

Data collection
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This particular presentation is based on the qualitative core of a mixed-method

project designed to describe experiences that have helped or hindered help-seeking for

ADHD among two underserved groups: girls and African American youth. Out of 182

participants we first selected four Caucasian and four African-American teens with

ADHD, their parents, and one of their teachers to participate in qualitative experience

sampling method (QESM). The second phase of the qualitative core included a series of

focus groups with parents, teenagers, and teachers. Data for this particular presentation

were collected during 3 focus groups that included families who also participated in the

longitudinal cohort study. Two mixed race groups were conducted with mothers, and one

with fathers. Group participation varied from 4 to 8 individuals per group. Focus groups

lasted 60-90 minutes each. The groups were held in a community building and were

audio recorded.

Data analysis

Since its original formation, grounded theory has been applied to multiple areas

of study and utilized from various theoretical perspectives. (Glaser, 1978, 1992; Glaser

& Strauss, 1967) In this study we used constructivist grounded theory (Charmaz, 2000;

2004; 2005) to analyze our data. Due to the fact that we were interested in teachers and

parents individual experiences regarding quality education, the constructivist theoretical

perspective was suitable for this project (see Fosnot, 2005; Guba & Lincoln, 2005;

Kincheloe, 2005 for more about constructivism).

All focus group data were transcribed in verbatim. Transcripts were checked for

accuracy and then open coded. Open codes enabled close study of the data. Then we

proceeded from the specific to the general by beginning with particular pieces of data
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(codes) and continuing toward the development of a meaningful whole (theory). We

followed Strauss and CorbinÕs (1998) steps for coding: open coding, axial coding, and

selective coding. Finally, theoretical sampling will be utilized during the follow-up

study phases when we will compare data across the groups, collect additionally data to

fill in gaps in the theory development and in order to saturate emerging categories. All

codes are constantly compared with each other in order to develop appropriate theory

from the data.

Findings

Courtesy stigma emerges and is managed in the interactions between parent and

social networks as well as in the parentsÕ interactions with their immediate family.

Parents react to external expectations put forward by community members, school staff,

and health professionals, but experience an internalized sense of responsibility in the

context of immediate family (teen, spouse, and siblings). ParentsÕ stigma experiences and

their management approaches differ by network proximity.

Figure 1:  The management of courtesy stigma
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Parents react to stigmatizing messages in external and societal expectations generally by

assuming supporting and advocating roles. Additionally, parents respond to negative

expectations and identity marks by assisting and defending their adolescent. In the

context of school parents report that they compensate for existing negative perceptions by

volunteering at school and bringing pizza for the adolescent and his friends during lunch

time. Parents also advocate for their adolescentÕs rights to special services and they may

politicize ADHD by demanding more education and public awareness that would help to

decrease stigma associated with ADHD. Health care is viewed as a forum to rationalize

stigma and existing negative perceptions. Parents want medications to decrease ADHD

symptoms and consequently reduce stigma. They also value education and medical

explanations about their adolescentÕs behaviors, which are seen as neutralizing stigma. In

their relationships with community members parents minimize the stigma associated with

ADHD by expressing how it Òis not a big thingÓ or Òlots of his friends have ADDÓ.

Parents also avoided conversations with other families with Òlittle straight A studentsÓ
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and sometimes silenced themselves by not talking to anybody about how their child is

doing.

Courtesy stigma management at home and within their family networks becomes

more complex. Parents feel constrained by their multiple and at times conflicting

responsibilities and they struggle to meet the needs of other family members. Some

parents report significant changes in their parenting styles, which could introduce new

stigma. For example some families chose Òcalling copsÓ to solve home disputes.

Additionally, parents compensate negative perceptions by providing more support to the

adolescent with ADHD than to siblings. On the other hand, parents also provoke negative

perceptions by constantly comparing their children and their academic performances.

One mother described how the childÕs dad does not Òexpect anything out of himÓ because

dad sees him as less responsible compared to other family members. Courtesy stigma

management was also shaped by parentsÕ perception of Òdouble stigmaÓ Ð the period of

adolescence itself was seen as something that evoked negative stereotypes, in addition to

ADHD.

Conclusion and implications

Our data indicate that courtesy stigma is a relevant experience in the live of

parents of adolescents with ADHD. ParentsÕ courtesy stigma cannot be eliminated unless

the mechanisms that create public stigma and adolescentsÕ self stigma have been

addressed. However, effective courtesy stigma management can reduce parentsÕ stress

and improve their ability to collaborate in treatment. Nevertheless, certain stigma

management approaches can perpetuate or increase existing negative perceptions and

identity markers. Clinicians can benefit from increased awareness of how courtesy stigma
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functions, what parents might be experiencing, and what support mechanisms can assist

parents in their stigma management processes.
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