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Abstract

Objectives: Despite substantial evidence supporting the efficacy of stimulant medication for children with attention-deficit/

hyperactivity disorder (ADHD), adherence to stimulant treatment is often suboptimal. Applying social/cognitive theories to

understanding and assessing parent attitudes toward initiating medication may provide insight into factors influencing parent

decisions to follow ADHD treatment recommendations. This report describes results from formative research that used focus

groups to obtain parent input to guide development of a provider-delivered intervention to improve adherence to stimulants.

Methods: Participants were caregivers of children with ADHD who were given a stimulant treatment recommendation. Focus

groups were recorded and transcribed verbatim. Data were analyzed by inductive, grounded theory methods as well as a

deductive analytic strategy using an adapted version of the Unified Theory of Behavior Change to organize and understand

parent accounts.

Results: Five groups were conducted with 27 parents (mean child age = 9.35 years; standard deviation [SD] = 2.00), mean

time since diagnosis = 3.33 years (SD = 2.47). Most parents (81.5%) had pursued stimulant treatment. Inductive analysis

revealed 17 attitudes facilitating adherence and 25 barriers. Facilitators included parent beliefs that medication treatment

resulted in multiple functional gains and that treatment was imperative for their children’s safety. Barriers included fears of

personality changes and medication side effects. Complex patterns of parent adherence to medication regimens were also

identified, as well as preferences for psychiatrists who were diagnostically expert, gave psychoeducation using multiple

modalities, and used a chronic illness metaphor to explain ADHD. Theory-based analyses revealed conflicting expectancies

about treatment risks and benefits, significant family pressures to avoid medication, guilt and concern that their children

required medication, and distorted ideas about treatment risks. Parents, however, took pride in successfully pursuing efforts to

manage their child behaviorally and to avoid medication when possible.

Conclusions: Focus group data identified social, cognitive, and affective influences on treatment decision making. Results

support prior research comparing family/social functioning, physician characteristics, and adherence. Findings suggest that

parent attitudes to psychiatric care need to be assessed comprehensively at initial evaluation to aid the development of

psychoeducational messages, and a more careful consideration about how parents interpret and respond to adherence-related

questioning.

Introduction

Treating the symptoms of attention-deficit/hyperactivity

disorder (ADHD) with stimulant medication has been desig-

nated a best practice by experts in child psychiatry and pediatrics

(Pliszka 2007) and has been documented by research to be gener-

ally safe and efficacious (MTA Cooperative Group 1999). Re-

search data on the short-term and extended benefits of sustained

stimulant use on core ADHD symptoms are extensive (see Conners

2002; Jensen 2002). The effects of stimulants on functional out-

comes are more equivocal, and often moderated by the presence of

co-morbid learning disabilities and other psychiatric diagnoses.

However, some research suggests that stimulant treatment is as-

sociated with higher levels of academic performance (Powers et al.

2008; Marcus and Durkin 2011). Stimulant treatment may also

facilitate improved family interactions (Gustafsson et al. 2008), and
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may protect against later substance use disorders (Katusic et al.

2005). A recent review also suggests that there is some empirical

support for the positive benefits of medication treatment on chil-

dren’s quality of life (Coghill 2010).

Despite expert recommendations and supportive empirical evi-

dence, adherence to stimulant treatment recommendations in

children with ADHD remains low (Sanchez et al. 2005). One recent

review reported nonadherence ranging from 13% to 64% (Adler

and Nierenberg 2010). These identified rates appear highly de-

pendent on the source of information and researcher-determined

definitions of adequate adherence; yet, adherence is identified as

less than optimal even in highly structured clinical trials (Pappa-

dopulos et al. 2009).

Research investigations that examine unitary rates of adherence

mask the complex and dynamic nature of following treatment

recommendations. Investigating adherence to medication should

attend to the different types of decisions that occur over time, and

the range of adherence behaviors that result (Charach and Gajaria

2008; Gearing et al. 2011). Such a line of inquiry would begin with

the initial step in treatment adherence, which is deciding whether to

follow a medical provider’s treatment recommendation. A clinician

who recommends a treatment plan that includes a stimulant trial

does so in the context of evidence suggesting that parents often do

not pursue such treatment. A Medicaid database report indicated

that approximately half of newly diagnosed youth with ADHD do

not initiate stimulant treatment, and half of those who do begin

treatment discontinue it within a year (Winterstein et al. 2008).

Similarly, adherence to stimulants has been shown to decline over

time in clinical trial participants, regardless of dosing or type of

supportive services ( Jensen et al. 2007).

Understanding why families of children diagnosed with ADHD

depart from stimulant treatment recommendations requires further

research. Parent attitudes toward ADHD treatment exist in the so-

cietal context of significant ambivalence about psychiatric con-

ceptualizations of children’s mental health, and about behavioral

problems related to the ADHD syndrome in particular (Pescosolido

et al. 2008). Key influences on decision making about medication

options include the health-related attitudes parents bring into their

encounter with the recommending medical provider. Parent atti-

tudes toward stimulant treatment have been documented as fraught

with ambivalence, in which expectations about symptomatic and

functional improvements typically coexist with concerns about

short- and longer-term negative effects (Hansen and Hansen 2006;

Brinkman et al. 2009). In addition, while parent satisfaction with

stimulant treatment response may be associated with higher rates of

adherence (Faraone et al. 2007), negative attitudes about the ac-

ceptability of medication as a treatment for ADHD persist in the

face of scientific evidence, and even despite positive personal ex-

periences with medication ( Johnston et al. 2008). Closing the gap

between negative parental attitudes and treatment acceptance is

crucial given the known negative outcomes associated with un-

treated ADHD. There is a need to develop interventions that edu-

cate, encourage, and support families in following stimulant

treatment recommendations. These interventions would also need

to explore and address parental discomfort with medication in ways

that facilitate treatment follow-through.

Recent years have seen theory-driven descriptions of the inter-

relationships between attitudes, skills, and environmental deter-

minants to explain adherence-related behaviors (Charach et al.

2008; Hamrin et al. 2010). The Unified Theory of Behavior Change

(UTBC) illustrates a full range of social, cognitive, and environ-

mental influences on adherence (Fishbein et al. 2001), and adap-

tations of this model have been useful in research on health

communication between parents and children ( Jaccard et al. 2002;

Guilamo-Ramos et al. 2008). This adapted model posits five core

variables—expectancies, affect, self-efficacy, self-image, and so-

cial norms—that are hypothesized to determine the intention to

engage in a health-related behavior, such as the decision to initiate a

stimulant trial for a child (see Fig. 1). Expectancies are the positive

and negative attitudes about the costs and benefits of initiating

medication, with the supposition that attitudes will be favorable

when low negative expectancies coexist with high positive ex-

pectancies. Affect may delay or facilitate the decision to try medi-

cation, and may depend on the strength of the arousal engendered as

well as whether the emotions are experienced as positive (hopeful,

relieved, etc.) or negative (fearful, sad, etc.). Efficacy beliefs refer to

a parent’s perceived ability to make a good decision about whether

to engage in a medication trial, as well as their confidence level to

engage in the process of evaluation, treatment, and parenting a child

with ADHD. Parents’ self-image may influence a medication deci-

sion to the degree to which seeking medical assistance and accepting

a medication recommendation are consistent with their image of

themselves as a person and parent. Finally, decision making about

stimulant medication occurs in the context of social norms or atti-

tudes—more specifically, the parent’s experience of the attitudes

and beliefs of others—in their immediate environment (partners,

families, friends, etc.), as well as the larger community (teachers,

other parents, cultural groups, etc.).

The UTBC has been presented as a particularly salient concep-

tualization of ADHD treatment decision making because of the

multiple ways it might guide behaviorally based interventions

(Chacko et al. 2010). The initial interactions with the re-

commending medical provider represent an important opportunity

to address parent attitudes, fears, and beliefs about ADHD, about

FIG. 1. Determinants of behavioral intentions: Adapted Unified Theory of Behavior Change (Guilamo-Ramos et al. 2008).
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parenting a child with ADHD, and about psychotropic medication.

Research in pediatrics has documented a strong association be-

tween medical provider characteristics and parent acceptance of

treatment recommendations in general (Francis et al. 1969), and for

psychosocial problems in particular (Hart et al. 2007). Specific

characteristics of pediatricians’ practices, including providing ad-

equate time and demonstrating expertise, were shown in one study

to be associated with parent acceptance of ADHD recommenda-

tions (Concannon and Tang 2005). In the field of child psychiatry,

however, a recent report documented relatively low levels of per-

ceived competency among prescribing professionals, and identified

inadequate communication as a key barrier to effective assessment

and intervention of ADHD (Brown et al. 2011). Although even a

brief intervention has been shown to enhance parent provider

communication in primary care pediatric settings (Hart et al. 2006),

we are unaware of similar interventions targeting the competencies

and communication skills of child psychiatrists to address parent

ideas and attitudes about their child’s ADHD, and about how such

an intervention might be structured.

The objective of this report is to describe results from formative

research activities to obtain stakeholder input for a physician-

delivered intervention targeting adherence to stimulant regimens.

Medication adherence was conceptualized broadly for this explor-

atory study as aligned with the World Health Organization (2003)

definition: ‘‘the extent to which a person’s behaviour—taking

medication, following a diet, and/or executing lifestyle changes,

corresponds with agreed recommendations from a health-care pro-

vider.’’ Specifically, we used parent focus group methods to (a) elicit

parent experiences receiving an ADHD diagnosis for their child and

(b) understand parental decision-making processes for accepting and

persisting with stimulant treatment. These activities were guided by

expectations that parent accounts would provide insight into the

facilitators and barriers to stimulant adherence, and illustrate UTBC

constructs to guide intervention design and implementation.

Methods

Setting

The current study was conducted in the ambulatory care child

psychiatry clinic of a large Northeastern suburban teaching hospital.

As a tertiary care center, this is the largest provider of outpatient

child and adolescent mental health services in the region and serves

a socioeconomically and culturally diverse catchment area.

Participants

Participants were parents or legal guardians of children aged 5–

12 years who had received a diagnosis of ADHD by a child psy-

chiatrist in the outpatient clinic, and a recommendation for stimulant

treatment. Participants were recruited through patient records, re-

ferral by child psychiatry staff members, and through self-referral

after viewing a study flyer. The subsequent formation of groups by

the research team reflected a stratified purposeful strategy for parent

sampling (Miles and Huberman 1994) to ensure a broad range of

parent experiences. Specifically, attempts were made to construct

groups combining parents who had pursued medication treatment

with parents who had decided to forego medication.

Procedures

This investigation was approved by the medical center’s In-

stitutional Review Board. Parents or legal guardians who provided

informed consent were asked to complete a family information

form that incorporated demographic information, their child’s

treatment history, and assessments of adherence to prescribed

medication (Coletti et al. 2005).

Focus groups were two hours in duration and led by two child

psychologists with experience in focus group methodology (au-

thors DJC and EP). Discussion was facilitated by a semistructured

interview guide that allowed for open-ended responses but also

ensured that participants discussed theory-driven constructs and

shared experiences interacting with their children’s medical pro-

viders about treatment decisions (see Appendix A). Groups were

audio-taped and transcribed for subsequent analysis. Transcripts

were supplemented by research staff members’ written observa-

tions of group interactions.

Two strategies were utilized to analyze focus group transcripts

(Fereday and Muir-Cochrane 2006). An initial strategy was to

utilize a data-driven, inductive approach to transcript analysis to

using grounded theory methods to allow themes to emerge inde-

pendent of theory or prior hypotheses about thematic content

(Strauss and Corbin 1998). Transcripts were read multiple times

and segmented into meaningful units of analysis. All raters had

training in a mental health discipline and clinical experience

working with children and families affected by ADHD. Three of

four raters were from psychology backgrounds, and one rater was a

child psychiatrist. Raters examined transcripts and categorized data

segments into meaningful themes. Multiple meetings among raters

were held in the iterative process of content analysis, where parent

accounts were successively grouped and collapsed. Weekly meet-

ings were held to review thematic groupings. Priority was given to

identify categories that would aid intervention development.

Categories that remained had been discussed during two different

focus groups, or were discussed at one group by three or more

parents. After data analysis was complete, five group participants

were presented with a list of group themes to assess their percep-

tions of the match between group proceedings and the organized

thematic content. Two statements were modified to more closely

reflect parent perceptions of the discussion.

A second analytic strategy was a deductive set of procedures to

identify exemplars of preexisting data constructs; in this case, the

adapted UTBC. Data coders were instructed to identify examples of

aspects of the model in parent accounts. A coding manual was

developed that included definitions of the constructs and multiple

examples of potential parent responses that would illustrate each

aspect of the theory. Four raters independently coded transcripts for

examples of (1) parent expectancies regarding the advantages and

disadvantages of using medication for their children; (2) evidence

that parents’ affective responses were influencing treatment deci-

sion making; (3) sense of self-efficacy in parenting a child with

ADHD and pursuing treatment recommendations; (4) the impact of

managing a child with ADHD on self-image; and (5) the influence

of social norms and social pressures on parenting and treatment

decision making. All transcripts were coded by at least two raters

independently, and consensus meetings were held with coding

teams to reconcile discrepancies.

Results

Sample

Eligible parents or guardians of 96 children with ADHD were

contacted to assess willingness and availability to participate in one

of the scheduled focus groups that were held over a three-month

period in 2009. The 27 parent participants were 78% women, had a
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mean age of 45.27 years (standard deviation [SD] = 11.16), and

were from a socioeconomic spectrum that was largely middle to

upper-middle class and reflective of the medical center’s diverse

catchment area (mean Hollingshead 4-factor score of 45.14,

SD = 10.56). Almost all (93%) were biological parents; two

grandmothers who were legal guardians also participated in the

groups. The identified patients (children with ADHD) were 20 boys

and 7 girls; the mean age of the children at the time of parent

participation was 9.35 years (SD = 2.00). Almost one-third of the

children (8/27 or 29.6%) had received at least one co-morbid di-

agnosis, including oppositional defiant disorder (n = 4), an anxiety

disorder (n = 4), a pervasive developmental disorder (n = 1), or a

mood disorder (n = 1). The sample was comprised largely of fam-

ilies who had been living with the ADHD diagnosis for some time

(mean time since diagnosis = 3.33 years, SD = 2.47).

The majority of parents had at one time pursued recommenda-

tions for stimulant treatment (n = 22, 81.5%), although each group

included parents who had chosen to forego a medication recom-

mendation or who had discontinued medication. Just over two thirds

(70.3%) of the children on medication were taking stimulants, and a

significant proportion were currently taking two or more medica-

tions (n = 8 or 36.4%). Parent reports of their children’s adherence to

treatment on the written questionnaire indicated that on average,

children had missed only 1.32 doses in the previous 4 weeks, and

51% reported all medication taken as prescribed during the as-

sessment period.

Data collection was ended after it became apparent that there

was a high degree of homogeneity in the thematic content of the

discussion across the first five groups. The following is a descrip-

tion of focus group results, including particularly illustrative parent

accounts.

Inductive analysis

Three themes from group transcripts had particular relevance for

intervention development. They were labeled (a) defining ‘‘ad-

herence,’’ (b) attitudes that promote or interfere with adherence,

and (c) parent perceptions of medical providers.

Defining ‘‘adherence.’’ During each group, parents’ self-

reported pattern of adherence to their children’s medication treat-

ments was discussed. It was interesting to note that as the topic

turned to adherence, initial parent statements indicated that they

had no difficulties with consistent and timely medication admin-

istration. As each discussion would continue, however, many ex-

amples were shared in which medication was not given as

prescribed. While parents maintained self-identification as ‘‘ad-

herent’’ parents, further discussion elicited significant variability in

the degree to which they (a) consistently ensured that medication

was given as prescribed, (b) understood appropriate timing of do-

ses, and (c) grasped the impact of missing doses of stimulant or

adjunctive nonstimulant medications (e.g., the parent of a child on

stimulant/alpha agonist combination therapy who would abruptly

stop both medications on weekends).

‘‘The doctor recommended a specific time, but our daily activities

are altered every day.like tonight he’ll take it at 7:30. [On another

night] I wouldn’t give it to him until I know he’s ready for bed.’’

‘‘We broke open the capsule.[and] by the end of the day when he

came home from school he was melting down. So we thought the

medication didn’t work, but then.the pharmacist said you can’t

open it—the XR is gone. By that time we’d already taken him

off of it.’’

For example, while one father initially stated that ‘‘medicine is

not negotiable so he is never not on it,’’ he later clarified that ‘‘if we

truly have nothing to do that day and nothing is going on, we’ll give

him a lower dose.’’ A grandparent who initially self-identified as

always ensuring that medication was administered on schedule

later clarified that occasional departures from the regimen occurred

but were unmentioned because they were unintended: ‘‘[he] would

get distracted and accidentally not take the pill. It would never be

intentional..’’

Attitudes that promote or interfere with adherence. Of the

42 distinct attitudes to medication identified by two or more raters

during the inductive analysis, 17 (40.5%) were categorized as fa-

cilitating adherence and 25 (59.5%) presented as potential barriers

to pursuing stimulant treatment. The most prominent facilitator of

adherence, described across each of the five groups, was a per-

ception that medication for ADHD should be initiated because it

was effective, and that stabilization of ADHD symptoms would

lead to functional improvements beyond mere symptom relief.

Functional areas mentioned included sleep, mood, academic per-

formance, and social functioning. Parents were able to express their

joy at the multiple positive outcomes that they felt had led from

initiating stimulant treatment:

‘‘You feel like [treatment] has become your friend, because you

see your child happy and successful.’’

‘‘My son has gone from ‘special ed’ to ‘general ed.’ He has no

problems, he’s popular, he’s got everything going on.’’

Parent accounts suggested that, for some, medication was nec-

essary for their children’s basic well-being and safety:

‘‘My child would not listen.. [he] would dart into traffic, try to

scale fences and get himself stuck.. it became a matter of pro-

tecting him.’’

‘‘. without the medication he’s just beyond control.you need

a spatula to pull him off the ceiling.he cannot focus.’’

In addition to concerns about children’s immediate safety, par-

ents also discussed using medication to prevent more serious issues

later in life:

‘‘If I don’t attend to this issue with the impulse [control] it

becomes a larger problem in the future, because I’m bailing my son

out of jail or burying him because.someone said ‘stop’ and his

impulse said ‘go.’ ’’

Parent perceptions that medication helped keep their children

safe coexisted with concerns about medication safety and potential

adverse effects. Fears about negative side effects (specifically, tics

and reduced appetite) emerged as barriers to treatment:

‘‘There were all these different studies with problems that were

occurring later on in life with the medication.I didn’t want to put

my son through all that.’’

A related attitude expressed at each group was that medication

effects on children would have unwanted effects on an otherwise

highly appreciated personality.

‘‘My fear is that he would kind of ‘zombie out.’ ’’

‘‘I didn’t want to take the sparkle away from her.’’

‘‘We like him the way he is. I love his personality.when he

takes the [medication] all of a sudden he becomes very serious and

he’s focused but I don’t like it as much.’’

However, concerns about specific side effects for some parents

were outweighed by the behavioral control (and safety in daily

functioning) of a child whose behavior was improved on medication:

‘‘It’s not even a matter of.is my kid going to grow a third breast

or is one arm going to be longer than the other.my main concern

is, is this kid going to be safe?’’
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Another emergent attitude shared by parents with implications

for treatment initiation was a consensus that medication might be

deferred while parents tried treatments such as behavior modifi-

cation, social skills training, or nutrition therapy before acquiescing

to a stimulant trial. One mother described her efforts to construct a

holistic ADHD management plan in the year after her daughter’s

ADHD diagnosis. This plan included school-based interventions,

home-based behavior management, and herbal therapies. She felt

that this process helped her agree eventually to medication: ‘‘I

couldn’t say yes to medication until I had all the pieces in pla-

ce.looking at him from the natural, the educational.and in terms

of the developmental.’’

Another parent suggested that moving through a process of trial

and error should be encouraged before accepting a medication

recommendation: ‘‘Let them try the holistic route like I did for 6

months.you have to get past that.’’

Perceptions of medical providers. During each group,

parents discussed their experiences interacting with medical pro-

viders at the time of the ADHD diagnosis, when the medication

recommendation was made, and over the course of their children’s

treatment. Both positive and negative interactions were shared to-

ward the development of a composite set of qualities that would

describe an optimal parent–professional interaction. Among the

positive experiences that were shared involved medical profes-

sionals who made them feel part of shared decision making and

collaborative care:

‘‘It’s like we just meshed.he’ll listen. He’ll ask me, ‘do you think

it’ll be better this way?’.it’s like we’re a team, it’s not just him.’’

Medical providers conveyed a collaborative stance by paying

close attention to parents’ stories and by taking a careful history of

the child. Positive interactions with medical providers reinforced

hope and persistence, conveying the notion that ‘‘. we will find a

solution for this, it might take a while but together we’re going to

help your child.’’

Although collaborative care was ideal, consensus was that

medical providers needed to acknowledge that parents were the

ultimate decision makers about medication treatment:

‘‘We are the experts on our children. We are the number one

[people] responsible for advocating for them and making decisions

about their treatment.’’

Along the lines of reviewing treatment options, parents felt

strongly that psychiatrists needed to be ‘‘open to other therapies and

treatments’’ besides medication. Once the decision to try medication

was made, they respected psychiatrists who were ‘‘conservative.’’

This adjective was clarified as a professional who took a methodical

and sequential approach to a child’s treatment on-boarding:

‘‘She [the psychiatrist] said we’re not going to take all these

medications at once, we’re going to take it step by step .’’

Parents discussed their experiences receiving psychoeducation

about ADHD and about medication. All parents appreciated at-

tempts by their medical provider to explain ADHD and medica-

tions; however, there were differences in parent preferences about

the quantity of information they wished to receive and the preferred

modality. Some parents expressed the preference for comprehen-

sive, detailed information, often in writing and through pamphlets

and/or Internet resources. Others preferred concise, orally pre-

sented summaries based on the provider’s own experiences, and

‘‘just what they needed to know.’’ Describing the need to strike a

balance between comprehensive and comprehensible information,

one parent explained that ‘‘you don’t want [the physician] to be too

technical, but you don’t want to have them insulting your intelli-

gence either.’’ Parents felt that explanations of ADHD using a

chronic medical illness metaphor were particularly effective in il-

lustrating the role of medication in illness management:

‘‘My doctor said to me, ‘If your child had diabetes would you not

give him insulin?’ And that’s what did it for me. My child is sick

and he needs medication.’’

Consensus across all groups was that while diagnostic and

treatment expertise was appreciated, empathy and compassion

were the qualities valued mostly highly in psychiatrists. The most

common descriptions of positive medical provider interactions

included specific mentions of active listening skills, good eye

contact, and comfort being around (highly active) children. Al-

though technical expertise was important, even more appreciated

were attempts to meet caregiver informational needs in a caring and

authentic manner. This was strikingly depicted by one grandmother

of an 8-year-old boy, who had asked how stimulants might work for

her grandchild. The child’s psychiatrist ‘‘took out hands-on

equipment and showed me how the brain works.’’ This grandparent

expressed feeling as impressed with the time and effort taken to

answer her question as she was with the methods: ‘‘She showed me

all this stuff and I was like, ‘‘What?’’ I didn’t know what she was

talking about, but at least it let me know she was concerned.’’

Deductive analysis

In addition to the parent perceptions of medication, medication

regimens, and medical providers described previously, analysis of

group transcripts yielded parent accounts that illustrated each

variable hypothesized to influence behavioral intentions according

to the adapted version of the UTBC. The five constructs, sample

parent accounts, and attitudinal representations developed through

the coding process that might influence treatment decision making

are depicted in Table 1.

Expectancies. Ongoing examination of the costs and benefits

of medication treatment was a theme that resurfaced throughout

each group. Many of the positive and negative attitudes to medi-

cation grouped together in the inductive analysis could also be

conceptualized as positive and negative expectancies about treat-

ment effectiveness and potential risks. Moreover, maintaining a

positive mindset for treatment success required transcending the

hurdles of time and delays in response, as treatment success was not

always immediate:

‘‘The first medicine he was on was not helpful at all.but I found

a second medication that worked.being a parent of a child with

ADHD [requires] patience.’’

Parents felt that positive expectations about treatment outcome

needed to be tempered by realism, and the understanding that trial

and error were often part of the process of successful long-term

treatment. This aspect of the conceptual model was clearly a salient

concept in influencing treatment decisions, as parents reported

continually examining hopes and expectations for their child’s

well-being against the backdrop of the perceived shadow of neg-

ative treatment effects. These contrasting attitudes did not appear to

mitigate over time, and were present in parents of newly diagnosed

children as well as older children who had been diagnosed years

previously.

Affect. Parents readily shared deep emotional reactions to

living with a child with ADHD and managing their children’s be-

havior. A mother of an 8-year-old girl recalled her experiences over

the past two years since receiving her daughter’s ADHD diagnosis
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as ‘‘frustrating and heartbreaking.watching them struggle.and

wanting to do the best for them.’’ In addition, affect-laden re-

sponses took the form of expressions of self-blame for the causes of

their child’s condition, or feelings of guilt that illness-related

symptoms were caused by lack of time or effort implementing

consistent discipline or behavioral interventions. Emotional arousal

caused by concerns for their children contrasted with fears about

medication. This arousal seemed to distort factual information; for

example, in one parent who had extrapolated media reports about

suicidal risk from antidepressant medication to risks from stimu-

lants, and feared that ongoing stimulant treatment might place her

child at risk for self-injury.

Self-image. Themes emerged from the discussion that high-

lighted parents’ personal engagement in decision making and how

they felt about themselves in the role of parenting a child with

ADHD. Parental self-image related to medication decisions was

influenced heavily by social groups; one parent described subse-

quent self-doubts about medicating her child after an incident with

peers:

‘‘One day at work we were having lunch, and.I mentioned it

[medication]. Oh my goodness! I felt like I was being lynched and I

was a bad mother.How could you put your child on medica-

tion?.. [I felt] I should have tried other avenues.’’

An additional aspect of decision making involved accepting the

idea that medication management of ADHD was consistent with

being a good parent rather than a parent who was taking the ‘‘easy

way out’’:

‘‘You know.you have to be a strong person.parents who

know.educated parents who do the research put their child on

medicine.’’

Self-efficacy beliefs. Parent accounts illustrated ideas that

went beyond self-image per se to include self-evaluative beliefs

about managing ADHD. The beliefs involved the ability to feel

good about initiating medication, as well as about parenting their

child with ADHD. Although parents clearly described the strain of

managing an ADHD child, high levels of self-efficacy were evident

in parents’ accounts of impassioned efforts to manage their child’s

behavior, and in descriptions of assertive searches for more effec-

tive collaboration with schools and community agencies:

‘‘For a long time I was sneaking into the classroom on Fridays at

the end of the day.I would come in and read to the kids.that’s

what helped him. You do what you can.’’

‘‘It’s kind of like saying that [if] you want something done right you

do it yourself.you can’t trust your child’s health to someone else.’’

Parents also took pride in humorously describing elaborate

morning routines for their child that included medication admin-

istration: ‘‘You have to strike a balance between being a helicopter

mom and a.stalker!’’ In these accounts parents were clearly de-

scribing experiences that reflected the intense effort required to

manage a child with ADHD but also feelings of success and effi-

cacy in mastering multiple challenging situations, including daily

medication administration.

Social norms/pressures. Finally, the social/interactive na-

ture of the focus groups facilitated discussion of the effects of peer,

family, and societal influences on the management of children’s

behavior problems.

‘‘I was wary to put [him] on anything. Everyone I [knew had a]

kid [who] was on something.they’re forcing you to do something

with your child that you feel is really not right.’’

The influence of social norms ranged from hiding the use of

stimulants for fear of disapproval, to alternative views of behavior

management held by spouses and other family members. Parental

concern about social stigma was also expressed, as well as resis-

tance to initiating medication treatment because social norms

suggested that stimulant medication was overused and would lead

to inappropriate labeling. Social interactions and self-image ap-

peared particularly intertwined in terms of ADHD-related treat-

ment decisions, and perceptions of stigma were heavily influenced

by prior personal experiences. As a single father raising a child with

ADHD and co-morbid Asperger’s disorder stated:

‘‘I went to school years ago myself.when I had to get medi-

cation I was labeled. I said, I don’t want a label put on my kid.

Labels are for soup cans, you know.’’

Discussion

Qualitative methods were used for this phase of our intervention

development to provide the descriptive depth that group interac-

tions offer when held around a relevant topic. The consistency of

thematic content across groups and the use of multiple coders

provided confirmatory evidence of the credibility of the data

(Lincoln and Guba 1985). In addition, we utilized both inductive

analytic methods as well as a theory-driven examination of tran-

scripts. This strategy provided for a broad and multidimensional

‘‘lens’’ to extrapolate meaning from parent accounts. For example,

parents’ complex and at times inconsistent views of their own

medication adherence was an unexpected finding that might have

gone undetected through theory-based analysis alone.

Parent accounts obtained from the focus groups suggest that

multiple social, cognitive, and affective dimensions influence

decisions to accept treatment recommendations. Parents de-

scribed deeply ambivalent feelings about medication. Those who

did pursue treatment maintained their sights on their child’s larger

functional picture and future well-being. Many of the attitudes

expressed during the groups confirm earlier research findings

assessing parent perceptions of ADHD. For example, Charach

and colleagues (2006) described parental fears of side effects,

inadequate family support for the decision to medicate, and pa-

rental guilt fueled by social pressures that were similar to parent

accounts in this current investigation. Moreover, our parent nar-

ratives suggesting an elaborate preliminary process prior to trying

medication are consistent with other research. Ghanizadeh (2007)

detected a gap of *1.5 years between initial parent suspicions

that their child had ADHD and pursuing a referral for services.

DosReis and colleagues (2009) found that an average of 4 years

elapsed between parental identification of an initial presenting

problem and the decision to try medication. The reasons for this

long deliberative process are likely to include the belief that

nonpharmacological approaches such as behavior management

are ‘‘more acceptable’’ and should be attempted prior to a ‘‘less

acceptable’’ treatment such as stimulant medication ( Johnston

et al. 2005).

Parent fears about the effects of stigma from receiving an ADHD

diagnosis and from using medication are findings consistent with

prior research (dosReis et al. 2010). However, there was also

consensus that receiving an ADHD diagnosis and conceptualizing

it as an illness had heuristic value for understanding their child’s

problems. This contrasts with dosReis and colleagues (2009) who

found that a large subgroup of parents took a problem-oriented as

opposed to an illness-oriented approach to their child’s ADHD and

medication. In fact, our sample agreed that an illness representation
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of ADHD helped them to accept a medication trial. This concep-

tualization made psychopharmacological approaches more under-

standable, and comparable to managing other pediatric illnesses

(for which medication is not only essential but also socially more

neutral, such as insulin for diabetes). The sample for the current

investigation was drawn from a child psychiatry clinic, and may

have been more likely to include parents comfortable integrating a

medical understanding of their child’s condition, as compared with

the more heterogeneous sample in the dosReis et al. (2009, 2010)

reports that utilized an individual interview protocol and included

parents from primary care and specialty pediatric settings.

The desirable characteristics parents described in their physi-

cians are consistent with research that finds a greater likelihood of

treatment initiation in the presence of positive attitudes toward a

medical provider. In addition, parent ideas of partnership were

characterized by equality with physicians, who were seen as pro-

viding expertise so that a parent could make a treatment decision.

Although parents underscored the importance of ADHD expertise,

their definitions of expertise were as likely to incorporate a pro-

vider’s compassionate and caring demeanor as they were to include

his/her experience and factual knowledge about treatment options.

This is comparable to parent attitudes reported by Fiks and col-

leagues (2011) in a study of parents’ and pediatricians’ ideas about

shared decision making, and is also consistent with Gearing and

colleague’s (2011) framework of provider–patient interactions as

having distinct needs and characteristics at different phases of the

treatment process. Parent accounts also provide empirical support

for an ‘‘enhanced autonomy’’ approach outlined in Quill and Brody

(1996). This model conceptualizes an optimal patient-provider

encounter as acknowledging patients as managers and decision

makers for their healthcare, while also noting that good patient

decisions are made with physician input, guidance, and recom-

mendations.

Interpretation of study findings is limited by a disproportion of

participants who had pursued recommendations for stimulant

treatment. Therefore these data may overrepresent the views of

parents who choose medication for their child. These parents also

had access to a range of specialty mental health services from

which to make choices and form opinions. Their attitudes and

decision-making processes may differ from parents who lack ac-

cess to psychiatric support and other behavioral health services

(Zima et al. 2010). Nonetheless, these limitations did not hinder our

ability to identify barriers to stimulant treatment, as all parents were

able to discuss fears and concerns about medication even when they

had eventually agreed to pursue treatment. Furthermore, among

those who had chosen medication treatment, several parents had

delayed treatment initiation and also reported during the group that

they did not consistently give medication as prescribed.

The five constructs of the adapted UTBC model organized a

significant proportion of the topics that parents reported as influ-

encing their decision to medicate. Thus, the investigation adds an

important theory-driven dimension to the literature on parent atti-

tudes to medication initiation, and our results should serve as a

springboard for additional inquiry to refine the specific contribu-

tions of these variables in influencing parent decision making. For

example, the focus group data did not clearly indicate the direc-

tionality or magnitude of these influences on whether to try stim-

ulant medication, or when. In addition, analysis of focus group

discussions indicated that constructs such as parent emotional re-

actions and expectations about treatment may both facilitate and

hinder treatment initiation. Further research is needed on the spe-

cific ways that the UTBC construct(s) assessed at initial evaluation

might predict treatment initiation. Other theories that emphasize

the transactional nature of adherence behavior (see Gearing et al.

2011) may be incorporated into future research to give temporal

dimension to the five UTBC constructs as they might change over

time. An additional limitation is the lack of information about the

attitudes, beliefs, and expectations of the medical providers them-

selves. Incorporating a theory-driven approach in any intervention

to improve adherence would also involve dealing with physicians’

own perceived competencies, standards of care in their immediate

environment and in their professional field, and their conceptions of

barriers to implementing any adjunctive intervention to aid children

and families (Perkins et al. 2007).

Clinical Significance

The objective of this research was to identify ways to encourage

stimulant treatment initiation and support adherence to recom-

mendations over time. Study findings suggest several specific areas

for clinicians to consider when engaging a family of a child with

ADHD in medication treatment:

1. The ambivalence about medication outlined in the literature

and supported by this investigation suggests that broad and

multidimensional assessment of parent attitudes to medica-

tion should be conducted, ideally during an initial evaluation

and before a medication recommendation is made.

2. Clinicians should attempt to understand the degree to which

parents think their child will be subjected to stigma and la-

beling if they were to take medication. In addition, parent

sadness or anxiety about receiving an ADHD diagnosis for

their child may influence motivation to treat and may affect

clarity in decision making. Perhaps most importantly, un-

derstanding specific parent ideas about the ‘‘pros and cons’’

of medication treatment appear critical to detecting what

types of information and encouragement parents will need

before consenting to a medication trial. More targeted com-

munication might then accelerate the extended delay that

appears to be a common part of the decision-making process.

3. Results identified divergent parent opinions about the opti-

mal quantity and modality of psychoeducational messages.

This suggests that providing information to families about

ADHD should involve flexibility and attempt to match

parent preferences to the approach taken (e.g., more infor-

mation vs. summative outlines, written vs. informal strate-

gies, etc.).

4. In addition, parent accounts suggested that a wide range of

alternative treatments are tried prior to initiating medication.

Strategies varied from well-studied and efficacious behav-

ioral treatments and group therapies, to nutritional and al-

ternative treatments with less empirical support that were

implemented without professional guidance. Professionals

might help parents work through the process of developing

an integrative management plan by presenting information

about the varying levels of evidence for the effectiveness of

these treatments. This information might set the stage for a

more careful consideration of which strategies to use before

trying medication, and establish a working relationship with

the parent that would allow an ‘‘open-door’’ for including a

medication trial at a later date.

5. Parents’ prior interactions with medical providers, and their

expectations for subsequent medical encounters, should be

considered when delivering messages about ADHD treat-
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ment. Parent accounts suggest that their conceptions of

professional expertise are multidimensional. An ‘‘expert’’

provider not only has extensive training, information, and

experience, but also takes adequate time to understand the

child and family, exhibits empathy, and is actively engaged

as a helping professional. Along these lines, providers ex-

hibiting these qualities will convey a strong sense of con-

viction about their recommendations and will demonstrate

respect for parents’ right to choose. A medical provider who

can integrate these composite qualities is most likely to es-

tablish a positive groundwork for treatment initiation.

6. Parents need clear guidance from medical providers about

how the medication is to be administered—for example,

including whether it is to be swallowed whole or if drug

holidays are advisable.

7. Ongoing and creative assessment of adherence is vital

throughout the course of ADHD treatment. Parents often

respond affirmatively to questions about whether they are

administering medication as prescribed. In fact, they maybe

departing from recommendations in critical ways that are

outside their awareness or despite their best of intentions to

administer optimal treatment. Accurate assessment is likely

to require multiple questions framed differently and non-

judgmentally, and that inquire into concrete behavioral

patterns. Optimal adherence should not be inferred from a

particular behavioral presentation of the child during an

appointment, or from parent reports of treatment response

alone (Velligan et al. 2010).

Summary

Data from this qualitative investigation suggest that a parent’s

decision to initiate medication treatment for their child with ADHD

requires significant attention to their attitudes to psychiatric treat-

ment and the impact of social and emotional influences. Additional

research is needed to identify how these attitudes influence treat-

ment decision making, and how to modify attitudes that may im-

pede successful treatment onboarding. These qualitative data

suggest that clear information and an unequivocal recommendation

to try medication, balanced with patience and acceptance of a

parent’s decision as a process, are likely to facilitate successful

initiation. Future research should test theory-driven strategies for

enhancing the decision-making process by targeting parent atti-

tudes and enhancing the communication skills of the providers

making the recommendations.
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Appendix

Appendix A: Parent Focus Group Question Guide

� The following are questions developed prior to Focus Group

implementation that structured discussion and ensured that

adherence patterns and UTBC constructs were reviewed.
� The groups were semistructured. The order of the topics, and

the use of follow-up questions and probes, varied across each

group.

Participant Introductions and Unstructured Discussion

Facilitators welcome group, review goals, and ground rules for

interaction. Participants are asked to share brief biographical in-

formation about themselves and about their child, and the treat-

ment their child currently receives.

Follow-up questions:

� Please give us 1 or 2 words or adjectives that sum up your

experiences of having a child diagnosed with attention-

deficit/hyperactivity disorder (ADHD). Probes: Group leaders

should be prepared to reflect and probe the adjectives that are

shared—‘‘would other people have used that word?’’

Adherence

We would like to get a good picture of what the plan is for

managing your child’s ADHD, and for coordinating the medication

if that is a part of the plan.

Follow-up questions:

� Is there a plan?
� Who does what?
� What happens when you realize the plan isn’t being followed?

Probes: Shared responsibilities among caregivers, level of

parental involvement and monitoring, behavior management

techniques used to facilitate adherence, etc.
� Think about the kinds of things or issues that HELP or

MAKE IT EASIER when it comes to following management

plans or regimens, and the issues that GET IN THE WAY or

MAKE IT HARD to follow management regimens. What are

the things that come to mind? Probe: Tell me how it works in

your homes? What specifically makes it hard? How did you

think of that (idea that facilitates adherence)?

Theory-Based Constructs

For the NEXT part, we would like to go over some specific ideas

to see how each of the following plays a role in your child’s treat-

ment. For each idea, we would like to get your immediate reaction

(do not censor yourself). BUT: Consider things like the following:

� How are these ideas influencing your thoughts and feelings

about medication?
� How do these things play a role in giving your child his/her

medication?
� Do they make it easier or harder for you to manage your

child’s medication?

Expectancies

Some people think that making sure your child follows his/her

medication plan is influenced by what you expect to happen if you

do or do not follow through with the plan .

� Does thinking about what the medication will do for your

child make it easier or harder for you to get them to take it as

prescribed? Probe: Do you make it happen because of the

things that will come afterward?
� What do you see as the advantages of your child always

taking their medication as prescribed? Are there disadvan-

tages? (Probe: Positive outcomes of, benefits of, good/bad

things that would happen, etc.)

Social norms

Now we would like to discuss how taking medication and fol-

lowing a plan is influenced by what people hear about medication in

general (in the media, in your circle of friends, etc.).

� Do people talk about medications for behavior? What is

being said about taking medications?

Probe: For positive/negative attitudes about medication in dif-

ferent social contexts.
� Who supports/approves of your child taking medication as

prescribed? Who disapproves? Who would you like support

from? Do you get that support?
� Who or what else comes to mind when you think about your

child taking medication for ADHD?

Self-efficacy

We would like to talk a little about how you all feel as parents

and your ability to do all the things you need to do when you have a

child with ADHD.

� I’m wondering if there are people in the group who feel

relatively good about how they get their child to take his/her

medicine?
� On the other hand are there people who just feel they don’t

know how to do it? Probe: Are there people who feel they

can do it sometimes and not others? What helps you or makes

it easier for your child to take the medication as prescribed?

Self-image

Some people believe that having a child who is on medication

for their behavior says something about who they are as a parent..

� Does having a child who has been prescribed medicine for

his/her behavior problems have any effect on how you feel as

a parent? How did it affect your decision to try medication to

help your child? How does it make your child feel?
� If your child takes medication for ADHD, does this say

something about you as a parent? What does it say?

Affect

Having a child who takes medicine for his/her behavior creates

feelings or emotions in the parent.

� Do these feelings either help with following the plan or do

they get in the way?
� Tell us about the feelings you experience when you think

about your child, and his/her treatment.
� What kind of feelings do you have about giving your child

medication for ADHD?

236 COLETTI ET AL.



Parent Provider Communication

We are interested in the kinds of roles your doctors (the psy-

chiatrists who prescribe the medicine) play in helping you manage

your child’s care.

Follow-up:

� Parents learn a lot of new information when their child is

diagnosed with ADHD and is prescribed medication. What

did your child’s doctor say to you when your child was di-

agnosed with ADHD?
� What did he/she tell you about ADHD medications and their

side effects?
� What were/are follow-up visits like?
� What kind of information do you wish your doctor informed

you about?

� How does your child’s doctor communicate important infor-

mation (talking, handouts, etc.) about ADHD? (methods)
� What was your psychiatrist’s communication style when

discussing these issues? What words would you use to de-

scribe HOW they gave you the information?
� In your opinion what kind of communication style

works best with YOU when you’re in a doctor–parent

relationship?
� Do doctors ever give you advice about how to get your child

to take their medications? How do they try to be helpful? If

they give advice, do you follow it? Why or why not? Does it

work?
� Some doctors may be better (in some way) than others in

treating children with ADHD. What makes a doctor better at

managing ADHD?
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