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The need for family and patient input into clinical care has become well established in 

pediatrics. More recently, the value of such input into pediatric research has also become 

more accepted with many funding opportunities now requiring such engagement. Although 
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lacking in a universally accepted definition, Patient and Public Involvement and Engagement 

can be generally defined as the inclusion of patients and families in research endeavors. 

Involvement can be passive – as in a lecture provided by the investigator to the family, or 

deliberative – with families engaged in all aspects of the research program. Examples of 

family engagement include setting research priorities, contributing to study design elements, 

reviewing patient and family facing materials, and assisting in dissemination of research 

implications1,2. Given the unique aspects of pediatric research 3, family input may be of 

particular value. However, identifying the optimal method of soliciting such input in a 

meaningful manner that is respectful of the family participant time and effort remains a 

challenge. This may be particularly true in the setting of critical care research with a paucity 

of published data to guide such efforts. To better understand how to secure and utilize 

family input into pediatric critical care research, we recently reviewed our experience with 

the Collaborative Pediatric Critical Care Research Network (CPCCRN) and surveyed key 

stakeholders.

The CPCCRN, supported by the Eunice Kennedy Shriver National Institute of Child 

Health and Human Development (NICHD), has conducted multicenter pediatric critical 

care research since 2005 4. As the Network evolved, it became increasingly important to 

ensure that the research questions and outcome variables prioritized by investigators aligned 

with those valued by patients and families. This recognition occurred alongside the growing 

value attributed to family participation in pediatric intensive care unit (PICU) processes 

including daily rounds, invasive procedures and cardiopulmonary resuscitation 5,6. Further, 

data suggest that family input can improve research processes such as consent language and 

adherence to protocols 7. Thus, a growing interest in engaging families in PICU research 

planted the seed for what has become the CPCCRN Family Network Collaborative (FNC).

Family input was solicited since the inception of the CPCCRN, however, it was conducted in 

a non-structured manner over the first two cycles (10 years) of the Network. This manuscript 

focuses on its third cycle, in which renewed interest in formalizing family engagement was 

spawned. The term the “Family Network Collaborative” was coined to embody a philosophy 

in which parents and investigators worked collaboratively to conduct research for critically 

ill children in a manner that is most respectful and inclusive of families’ needs and values.

To operationalize this vision, the FNC is composed of the following members: (1) the 

NICHD project scientist; (2) a site liaison (research coordinator, investigator, or other 

delegated clinician from each Network site); and (3) up to two parent participants from 

each of the seven Network sites and the Data Coordinating Center. The parent participants 

were identified and recruited by the site liaison. The parent participants, who were asked to 

serve for the full Network cycle, each had a child with a prior admission to the PICU. The 

FNC leadership included each site’s liaison, a family representative (DA), and the NICHD 

Project Scientist.

Employing this structure, the FNC leadership developed a “job description” for FNC 

participants in response to previous Network cycle concerns regarding the role of the family 

participants and how best to utilize and incorporate their unique insight. The job description 

delineated three primary responsibilities for family/parent participants:
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• To provide input on outcomes of interest to families of critically ill and injured 

children that should be considered priorities in research studies;

• To review and to provide feedback on the consent process for CPCCRN studies;

• To share insight regarding overall research priorities for the Network.

In terms of commitment and workflow, family participants were provided a one-hour 

introductory webinar overview of the CPCCRN and its FNC at the start of the Network 

cycle. Subsequently, FNC members participated in monthly meetings during which their 

input was solicited and shared as proposed in the job description, and updates regarding 

Network research were provided. In addition to monthly meetings, parent participants were 

solicited periodically for feedback and/or to receive education regarding CPCCRN research 

topics via webinar or email. CPCCRN investigators who sought FNC input submitted their 

request to the FNC leadership often providing a brief presentation for discussion with FNC 

parent participants. FNC responses were compiled by the Network administrator and sent to 

the investigator for review.

During this past cycle, FNC parent participant feedback proved to be invaluable in several 

instances. For example, FNC participants provided important insights on the sharing of 

genetic testing results with parents obtained during Network research 8. Their collective 

response was instrumental in formulating an approach to sharing these data in the most 

effective and sensitive manner possible. Additionally, FNC parent participants provided 

input on the use of pre-morbid assessment tools as part of an interventional clinical trial 

enrolling children following cardiac arrest. Based on their input, the investigators omitted a 

lengthy measure to assess baseline functioning and instead added a more succinct validated 

measure 9. This reduced the burden placed on the child’s caregiver during an emotionally 

most difficult time while also facilitating robust data collection. Moreover, FNC parent 

participants contributed to a Network project aimed at developing a Core Outcomes Set that 

should be considered in any clinical and research program involving critically ill children 
10. Parent participants helped assure survey comprehension in addition to providing the 

needed family stakeholder input via the Delphi survey. Finally, FNC input regarding the 

development of a new clinical trial protocol guided the Principal Investigators to add long-

term child and family centered outcomes to the project.

A survey was conducted at the end of the Network cycle to solicit parent member (Table 1) 

and investigator (Table 2) perspectives to inform and improve subsequent FNC integration 

into the Network. Fourteen of sixteen parents and all eight site primary investigators 

responded to a web-based survey that was created and managed by the Network. Respondent 

answers were anonymous and survey participation was not required. A descriptive analysis 

of responses affirmed many of the purported FNC benefits, but also identified opportunities 

for improved utilization. There was much overlap in the feedback from the two groups 

including in the identification of these opportunities for improvement and in offering 

responses to the challenges described below.

Despite the successes and great motivation by parent members to give back and contribute to 

research, the FNC is faced with many challenges; the optimal engagement of parent/family 

participants being the greatest. Participating FNC parents offered that many of them who 
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volunteer (or who will volunteer) to be part of the FNC have children with ongoing health 

issues thereby limiting their structured availability as much of their time is committed 

to caring for their child. These parents provided meaningful insight in sharing that they 

prefer task-oriented work and the ability to work on their own time in contrast to monthly 

webinars. Additionally, a deliberate approach is needed to assure that FNC membership is 

diverse and representative of all PICU families. Moreover, limited funding dollars prevent 

adequate participant compensation for their time and effort. Budgeting for such input and 

participation in the original grant application was offered as one method to overcome this 

challenge (Table 2). Another approach to enhance inclusivity and diversity in engagement 

is to include adolescents and adults who survived pediatric critical illness; who may offer a 

unique perspective for the FNC and for the Network. Further, assuring that FNC participants 

are well informed of their roles and successfully focusing the group on the needed input 

is another challenge. The introductory webinar and the developed job description appear to 

help overcome these hurdles. Finally, parents bring unique skills and interests (e.g. public 

speaking and advocacy experience); recognizing and utilizing these talents was suggested as 

an approach to promote the value of the FNC and participant satisfaction.

With regard to Network investigators, many had not previously participated in multiple 

stakeholder research. Thus, education and creation of established processes to best utilize the 

FNC as a resource is a key need. To help address this need, a form was created to facilitate 

an ‘ask’ and a timeline for FNC participants’ response. FNC updates are also provided 

at Network Steering Committee Meetings to keep all members of the Network informed. 

Parents are invited to attend these Meetings, but few do so. Further, investigators may benefit 

from an evidence-based summary of the positive impact and value an FNC may impart on 

research programs to improve engagement.

In conclusion, while it is clear that the FNC has contributed enormously to the NICHD 

and Network’s objective “… to enhance the lives of children and adolescents, and optimize 
abilities for all”, there remains much to be learned regarding optimal utilization of this 

essential and much needed resource. As family and community input appropriately becomes 

a standard part of clinical trials and network research, identifying and sharing best practices 

is critical. Although examples exist of successful community participation in pediatric 

research 11, further research into structuring and incorporating such input in a pragmatic 

manner respectful to all is needed.
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Table 1.

Themes identified from family/parent participant responses to the end of the Network cycle survey regarding 

the Family Network Collaborative (FNC).

I. What motivates you to participate in this group?

 • Gratitude and an opportunity to give back

 • Improve outcomes for future critically ill and/or injured children and their families

 • Facilitate and promote family-centered research

II. What would you like to see accomplished by the FNC to support the Network researchers?

 • Advancement of the goals of the Network

 • Incorporation of family perspectives into research design, protocols, wording/content of family facing documents, and research topics

 • Improvement in retention of patients in studies

 • Promotion of pediatric intensive care unit (PICU) research through advocacy

III. List the benefits you perceive to the Network researchers from your participation as a FNC member since you’ve joined.

 • Assurance that family perspectives are considered valued aspects of PICU research

 • Improved communication between family members and investigators of research needs

 • Provision of a community resource for families and for the research Network

IV. Describe the current challenges you see in collaborating with our Network researchers most effectively.

 • Adequate meeting time with investigators to assure robust communication

 • Timely and effective communication outside of meetings

 • Consensus commitment to the FNC from all Network investigators

 • Assurance that all family participants find value in their contribution to the Network

 • Utilization of family participant special skills to benefit the Network (e.g. advocacy, public speaking, grant writing)
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Table 2.

Themes identified from principal investigator responses to the end of the Network cycle survey regarding the 

Family Network Collaborative (FNC).

I. What were the benefits of FNC family member involvement this cycle?

 • Integration and optimization of family perspectives and priorities into Network research activities

 • Guidance in interacting with families during follow-up data collection and in the dissemination of research results

 • Assistance in communicating pediatric intensive care unit (PICU) science to families and the general public

II. Describe the current challenges you see in collaborating with our FNC members most effectively.

 • Utilizing family participant time and effort most efficiently and effectively

 • FNC family member input may not be representative of all PICU families

 • Identifying the optimal way to facilitate FNC participation for both the investigators and the family participants particularly when family 
participant feedback is needed in a timely manner

 • Securing financial resources to support the FNC and its members for their time and effort and to attend in

 • Understanding the special skill sets of FNC family members
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