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Abstract: Collaborative or shared decision-making between health care providers and families 

can facilitate treatment adherence, health outcomes, and satisfaction with care in the management 

of pediatric chronic illness, but raises special challenges. Barriers such as authoritarian models of 

medical care as well as absence of time and opportunity for dialogue limit collaborative decision 

making and can disrupt treatment adherence. However, models of provider-family communication 

that emphasize communication and shared goal-setting inform an anticipatory guidance model 

of collaborative decision-making that can enhance treatment adherence. Salient challenges and 

strategies involved in implementing collaborative decision-making in pediatric chronic illness 

care are described. Research is needed to: 1) describe the communication and decision-making 

process in the management of pediatric chronic illness; and 2) evaluate the impact of interven-

tions that enhance collaborative decision-making on provider-family communication, illness 

management, and treatment adherence.

Keywords: collaborative decision-making, shared decision-making, treatment adherence, 

pediatric chronic illness

Introduction
Nonadherence to medical treatment in pediatric chronic illness has been identified as a 

frequent (rates of 50 or greater) and important problem that has a significant negative 

impact on symptom control, complications, and long-term health outcomes.1–6 The 

high prevalence and impact of nonadherence necessitate development of adherence 

 promotion in chronic illness care. Positive provider–patient communication and 

 treatment alliance are very important in adherence promotion.7–9 Collaborative 

(or shared) decision-making between health care provider and patient in medical 

 treatment10,11 may promote treatment adherence, satisfaction with medical care, and 

positive health outcomes.12–14

The overwhelming majority of research and clinical observation concerning 

 collaborative decision-making has focused on the medical treatment of adults and/or on 

discrete decisions such as whether to participate in medical screening tests, vaccination, 

or surgery as opposed to decisions related to chronic illness management.11–14 However, 

healthcare providers, parents, and children with pediatric chronic illness also engage 

in a series of important decisions concerning the life-long management of complex 

and burdensome medical treatments. Communication and collaborative decision-

making among healthcare providers, parents, and children raise special challenges 

for pediatric chronic illness management. Although parents have the primary respon-

sibility and authority to make healthcare decisions for their children in collaboration 
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with the child’s physician, child and adolescent participation 

in treatment-related decisions can also facilitate effective 

management of their chronic conditions.15,16 The importance 

of collaborative decision-making in pediatric chronic illness 

 management challenges health care providers to develop 

a greater understanding of this process and its impact on 

clinical care and health outcomes. A number of articles 

have focused on shared decision-making, collaborative 

 management, and patient provider communication with adults 

with chronic illness.12–14 However, to our knowledge, none 

have focused on pediatric chronic illness management. To 

address this unmet need, this article describes the potential 

role of collaborative decision-making in the management of 

 pediatric chronic illness and relevance to adherence promotion 

and implications for clinical practice and research.

Nature of collaborative decisions
As shown in Figure 1, the treatment of pediatric chronic 

 illness involves a series of decisions for health care providers, 

patients, and parents that are made over the course of the 

child’s illness. The first set of decisions involves the selection 

of a treatment regimen following the diagnosis of a chronic 

condition. Prescribed treatment regimens may involve 

one or more medications that are taken regularly (once or 

more a day), diet, or nutritional recommendations, as well 

as treatment of acute symptoms.3 Treatment plans may be 

 individualized based on illness severity, emergent symptoms, 

or comorbid conditions. Moreover, initial treatment regimens 

may be modified in response to feedback from the parent 

and/or child concerning treatment efficacy and burden of 

treatment. Over the course of the child’s illness, salient 

 illness-related events such as deterioration in the child’s 

health status or development of complications may also 

necessitate changes in prescribed treatment that are initiated 

by providers but discussed with parents and children.

Providers’ decisions about potential changes in treatment 

plans can be informed by information from parents and 

 children about the frequency and impact of symptoms, 

 burdens associated with medical treatment, and the 

 difficulties encountered in treatment adherence. Apart from 

recommended treatments, children, families, and health care 

providers may also discuss other clinically relevant decisions 

such as how best to fit complex treatments into family 

routines and how to allocate child and parental roles and 

responsibilities for chronic illness management. Although the 

lion’s share of decision-making concerning the day-to-day 

management of chronic conditions is done by parents and 

children, providers may also be involved in these decisions, 

especially if families request their advice.

Traditional communication  
models and their consequences  
for compliance
The complex series of decisions in pediatric chronic illness 

management place significant demands on provider-family 

communication. Prevalent models of chronic illness care 

and time constraints in follow-up visits may limit the qual-

ity and quantity of dialogue and emotional support that are 

needed to promote effective communication and collaborative 

 decision-making.17,18 For example, the traditional authoritar-

ian or adherence/compliance model of care emphasizes the 

provider’s role in prescribing treatment and the parent and 

child’s role in following recommendations.17,18 This model is 

generally reinforced in the training of providers and also fits 

Figure � Decision-making in pediatric chronic illness management.

Health care providers Health care provider,
and patient

Types of decision Decisions about how, when, and where
to administer treatments,allocation 
of parent/child responsibility
for treatment 

− Daily medications
− Nutritional treatment
− Preventive treatments
− Management of acute symptoms

Time course of 
chronic illness Point of diagnosis

Health care provider, parent, 
parent, and patient 

Decision-makers

Initial decision about what treatment
to recommend and how it should
be administered:
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   stopping and starting
   medications
− Changing
   medications
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   complementary
   treatment
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within the constraints of pediatric chronic illness followup 

visits that offer limited time for provider–family dialogue 

and/or decision-making. Based on information from a recent 

chart review in our institution, the average time for chronic 

illness follow-up visits is 20–30 minutes.

However, a growing body of empirical evidence has 

underscored the limitations of the authoritarian family–

provider relationship described above for pediatric chronic 

illness management.7,19 Taken together, empirical evidence 

underscores a mismatch between the level of provider–family 

communication and collaborative decision-making that may 

be necessary to develop and sustain treatment adherence 

versus what is typically provided within pediatric chronic 

illness care.7,19 For example, some adolescents with chronic 

conditions perceive their communications with their physi-

cians as barriers to their treatment adherence (eg, “I have 

trouble understanding what the doctor tells me to do for my 

regimen; doctors are too busy to talk with me about my ill-

ness and regimen”).20 Loonen et al21 identified discrepancies 

in specific areas of chronic illness management that were 

ranked as important to adolescents with inflammatory bowel 

disease compared with those identified by their physicians. 

In this study, noncollaborative physician behavior, such as 

dictating how self-care should be carried out and ignoring 

opinions, related to nonadherence among adolescents with 

Type 1 diabetes.22 Clark et al23 found that physicians’ collab-

orative review of short-term treatment goals was associated 

with fewer office visits for pediatric asthma.

Taken together, these findings suggest that limited 

 collaborative decision-making may undermine treatment 

adherence while greater collaborative decision-making 

may enhance it. What processes underly this effect? With-

out sufficient opportunity for dialogue concerning chronic 

illness treatment, families may be more likely to make 

 independent management decisions, including decisions 

to limit or change treatment, rather than collaborate with 

their providers. Medical treatments for pediatric chronic ill-

ness raise many concerns (eg, side effects, lack of efficacy, 

and burden) that can lead children and parents to question 

various aspects of their medical treatment. The high rates of 

nonadherence to prescribed medical treatment indicate that 

management of pediatric chronic illness is more burdensome 

and difficult than many health providers assume.1–6,24 A sub-

stantial body of evidence also indicates that many children 

and adolescents with chronic illness and their parents are 

active decision-makers whose motivations, decisions, and 

capacity to follow recommended medical treatment depend 

on the degree to which they understand and accept the 

 purpose of treatment.25–29 Parents’ and children’s beliefs 

about treatment efficacy versus burden of chronic illness 

treatment can influence their decisions about whether to 

sustain medical treatment.25–29 For example, children and 

parents are more likely to act on advice from  providers 

to initiate or sustain a recommended treatment if they 

understand its purpose, believe in its potential efficacy, 

and that the barriers or costs associated with the treatment 

are less than the potential benefits.25–29 On the other hand, 

children, adolescents, and parents are more likely to decide 

to limit, omit, or choose an alternative treatment if they do 

not believe the treatment is effective, if they experience 

significant barriers to taking it, or if they believe that the 

side effects of treatments are problematic. However, such 

decisions are not typically shared with providers unless 

they ask about them.

Limited family–provider communication regarding 

 treatment-related decisions may also make it very difficult 

for providers to respond effectively to changes in the child’s 

 condition, developmental stage, and family life. Given 

 inevitable developmental, illness-related, and family changes, 

it is not surprising that parents and children may revisit 

medication-related decisions over the course of the child’s 

treatment. Family routines may also change as a function of 

parental and child work schedules, activities, or life stressors, 

and disrupt treatment adherence. Children and adolescents 

tend to focus on here-and-now aspects of treatment because 

they affect their schedule, activities, appearance, and physical 

abilities, while parents are more likely to focus on both cur-

rent and future impact. For example, it is not uncommon for 

adolescents to question the need for and benefits of medical 

treatment for their chronic illness because their prescribed 

treatments are difficult to reconcile with their valued social 

activities.30

Children and parents may decide to change doses, omit, 

or substitute medications (eg, taking reliever medications 

as a substitute for daily controller medications for asthma) 

to reduce side effects or use complementary treatments.28–32 

Such treatment-related decisions that are not shared with 

providers can result in problematic consequences, such as 

limiting the efficacy of treatment1 and inaccurate medical 

decisions to increase the dose of medications.

Over and beyond the potential consequences on treat-

ment adherence and child health, noncollaborative decision-

making may also limit the quality of the physician–child 

and/or physician–parent relationship.7,33 If and when 

 providers eventually discover unilateral parental and/or child 

 decisions to omit or take a different dose of medication, 
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it may be very difficult for them to react dispassionately. 

Provider reactions can include frustration, anger, and mis-

trust (eg, “How can I help you if I don’t know what is going 

on with your medication?”). In response to such reactions, 

patients and parents may feel blamed, which may result 

in a vicious cycle of decreased trust, communication, and 

 collaboration with providers.

Developmental issues  
in collaborative decision-making
Developmental issues in collaborative decision-making 

are very important to consider because of age-related 

shifts in responsibilities and decisions related to chronic 

 illness.15,16,34 For example, parents speak on behalf of 

younger (infant and preschool age) children when interacting 

with providers concerning decisions concerning chronic 

 illness management. However, as children advance in their 

 cognitive development, emotional autonomy, and interest in 

 participating in management, many parents begin to involve 

them in decisions about day-to-day illness management or 

even decision about medical treatment.15,16,35 However, the 

nature of children’s involvement in these decisions is highly 

variable across different families and not well documented 

in research.

When children reach adolescence their normative 

 strivings for independence usually stimulate their interest and 

 preference to be increasingly involved in decisions concern-

ing their chronic illness care as well as in communication 

with their physicians.36,37 Moreover, in some instances, 

 nonadherence to treatment may reflect refusal to agree with 

or accept the decisions concerning medical treatment by 

parents and providers.38

The transition from adolescence to adulthood in chronic 

illness care raises unique issues related to collaborative deci-

sion-making.39 Young adult patients need to attain the ability 

to engage in independent collaborative decision-making 

with their physicians that reflects their transition to adult-

oriented medical care. However, the developmental readi-

ness of young adults to participate as active, independent 

collaborators, and their parents’ capacities to support their 

children’s independent adult roles in illness management 

varies widely. For this reason, young adults, parents, and 

providers may need additional support and structure to help 

them accomplish these difficult tasks. To this end, at some 

centers, specialized programs have been developed in order 

to facilitate the transition to adult care including patients’ 

independent roles in collaborative decision-making with 

their physicians.40,41

Promoting provider parent-child 
communication and decision-
making in pediatric chronic illness
Can collaborative decision-making among providers, parents, 

and children in the management of pediatric chronic illness be 

improved? Our answer is yes, but not without changing tra-

ditional provider-family communication patterns to enhance 

collaborative decision-making. Several different models such 

as: concordance,42–44 the five As,45 and self-management46 

provide alternatives to an authoritarian model of chronic 

illness care. Each of these emphasize communication and 

collaboration between patients (families) and providers. 

For example, the concordance model emphasizes the alli-

ance between physician and patient, acknowledgement of 

patient/family expertise in managing health, and agreement 

between patient and providers about prescribed treatment.42–44 

The five As45 model emphasizes five key components of 

chronic illness management: 1) assess, including assessment 

of beliefs, behaviors, and knowledge; 2) advise, defined as 

provision of information about health risks and benefits of 

change; 3) agree, comprising setting collaborative goals 

based on patient interests and confidence; 4) assist, ie, pro-

vide support for chronic illness model; and 5) arrange and 

develop a specific plan for followup visits. Finally, Lorig and 

Holman’s46 self-management education model emphasizes 

three primary self-management tasks: medical management, 

role management, and emotional management, and six self-

management skills ie, problem solving, decision-making, 

resource utilization, formation of a patient-provider partner-

ship, action planning, and self-tailoring.

The principles of each of these models can be applied to 

pediatric chronic illness management but need to be adapted 

to emphasize communication and collaborative decision-

making with parents and children. To address this need, Pai 

and Drotar47 have proposed an anticipatory guidance model 

of collaborative adherence promotion in pediatric cancer 

that is applicable to other pediatric chronic conditions. 

Implementing a collaborative decision-making approach 

within an anticipatory guidance framework has the advantage 

of promoting teamwork and giving parents and children 

greater opportunity to participate in their treatment-related 

decisions. Key elements of this approach include providing 

family education concerning the importance of treatment 

adherence for the child’s health outcomes, developing a 

plan to monitor treatment adherence that includes the child, 

parent, and physicians, encouraging the child and family 

to use basic skills in adherence promotion (eg, making 

specific plans for completion of treatment and who will 
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be responsible for them), encouraging the development of 

 family routines and reminders to enhance and emphasizing 

the importance of family and social support. This model 

focuses on collaborative decision-making to enhance adher-

ence (eg, simplifying medication regimens in response to 

feedback from families and directly addressing medication 

side effects in discussions with child and parents). Ongoing 

monitoring of treatment adherence and revisiting treatment 

plans based on feedback from families and treatment efficacy 

are also emphasized.

Challenges for collaborative 
decision-making in pediatric  
chronic illness
We recognize that implementing a collaborative decision-

making approach such as the anticipatory guidance model 

in pediatric management poses significant challenges.48,49 

For example, the compressed time-frame of followup visits 

in pediatric chronic illness care is clearly an obstacle. In 

 addition, decision-making in pediatrics can be complicated 

by the involvement of multiple family members, especially 

if parents are divorced and remarried and grandparents are 

involved. Moreover, the content of chronic illness followup 

visits generally focuses on a review of progress and 

 symptoms initiated by providers with minimal elicitation of 

questions from parents and children about their experiences 

in management of a chronic condition, and discussion of 

treatment-related decisions. Some parents may feel that they 

have not had an opportunity to make any significant treatment 

decisions, particularly if the child was very ill at the time of 

diagnosis and/or has a life-threatening illness. For this reason, 

providers also need to inquire about the treatment-related 

decisions that the child and family have made since the last 

visit. As families gain increased confidence in managing 

the child’s illness, they may become increasingly willing 

to participate actively in treatment decisions. For others, 

the potential for making a “bad” treatment decision can 

be overwhelming. For example, if a child has previously 

 experienced a rare treatment-related complication, parents 

may experience guilt, anticipate negative outcomes, and 

hesitate to take an active role in decisions about treatment.

In light of all of these factors, additional training and 

 support for providers will be needed to improve the quality of 

provider–family communication and collaborative decision-

making. For example, some hospitals have developed training 

for providers to facilitate reflective listening concerning 

family concerns and routine use of specific tools to facilitate 

provider–family dialogue.50 Strategies of anticipatory 

 guidance to promote collaborative decision-making will 

need to be tailored to child and family preference, ability, 

and skill level. Even if providers encourage parents to initiate 

decision-making and communicate their concerns about 

their child’s medical treatment, some parents may not feel 

comfortable expressing opinions that are contrary to medi-

cal advice. Moreover, parents’ desire for information about 

their child’s condition does not always correspond to an equal 

desire for involvement in or responsibility for decision-mak-

ing. Although many families may want to be informed about 

treatment options, they may still prefer to rely on their child’s’ 

physician to make the final decision.

Gambone and Reiter51 have developed a format for 

 presenting recommendations and costs and benefits of 

 treatment that can facilitate family engagement in dialogue 

about treatment-related decisions. For example, informing 

the child and parents that many families find the treatment 

of chronic condition to be burdensome, and that few children 

complete all of their prescribed treatments will help to 

facilitate discussion of decision-making relating to treatment 

adherence. Informing children and parents that it is very 

important to work together to discuss barriers to adherence 

that are experienced and revisit ongoing decisions about 

medical treatment will also facilitate dialogue. Initiating 

such dialogue during medical visits can facilitate discussion 

between children and parents who may have talked very little 

about medical treatment options. Such provider-supported 

family conversations can provide a unique opportunity for 

children and parents to share their varying perspectives and 

preferences in a setting where information can be clarified, 

questions answered, and effective communication modeled. 

Finally, open-ended inquiry about family’s routines (eg, “Tell 

me what a typical day is like for you”) and treatment decisions 

eg, “When did you last take your medication?” or “How was it 

that you decided to take your medication?” can also promote 

increased provider-family dialogue concerning adherence and 

decision-making about medical treatment.

Research directions
One of the important future needs involves research on 

 collaborative decision-making and treatment adherence in the 

management of pediatric chronic illness. There are two priority 

areas. The first is descriptive research that characterizes 

communication and decision-making processes that occur 

among providers, parents, and children in the management 

of pediatric chronic illness. Most available data concerning 

collaborative decision-making in pediatric chronic illness 

are based on self-reports gathered from individual interviews 

or focus groups of parents and adolescents. Although these 
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data provide important information concerning parent and 

child perspectives on chronic illness management, direct 

 observation of communication and collaboration is critical to 

understand collaborative decision-making in pediatric chronic 

illness care and its relationship to treatment adherence. 

 Methods of observation and coding systems that have been 

applied to provider–family communication with a range of 

 populations and clinical contexts can be applied to the study 

of decision-making.52–54 Data concerning pediatric providers’ 

perspectives and preferences concerning collaborative 

 decision-making and treatment adherence are also needed.54 

In addition, research is needed to describe developmental 

influences on the role of children and adolescents and young 

adults in clinically relevant decisions concerning ongoing 

management of chronic pediatric conditions.16

The second priority area of research concerns evaluation 

of the impact of interventions that are designed to 

enhance collaborative decision-making on provider–family 

 communication, pediatric chronic illness management, and 

treatment adherence. Although the self-management model 

has been shown to have a positive impact on the care of 

adults with chronic illness,12–14 to our knowledge no one has 

evaluated the impact of collaborative decision-making on the 

health outcomes of children with chronic health conditions. 

We hypothesize that enhancing collaborative decision-

making would improve the quality of provider–family 

 communication and problem-solving concerning pediatric 

chronic illness management, child and family satisfaction 

with their care, adherence to medical treatment, and health 

outcomes. Quality improvement research methods that 

 monitor the process of chronic illness management that have 

been used with adults with chronic conditions can be applied 

to children with chronic conditions and their families.40,47 We 

invite researchers and practitioners to provide additional data 

and insights concerning collaborative decision-making in the 

management of pediatric chronic illness.
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