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Research Questions that Matter to Us: priorities of young
people with chronic illnesses and their caregivers
Emily von Scheven1, Bhupinder K. Nahal1, Isabel C. Cohen1, Rosa Kelekian1 and Linda S. Franck2

AIM: The rising number of children carrying chronic disease with them into adulthood presents the research community with an
obligation to address their unique needs. Authentic involvement of individuals and communities directly affected by the condition
being studied ensures that research answers the questions of those most affected. Our aim was to identify the highest priority
research questions of young people living with chronic illness and their caregivers.
MATERIALS AND METHODS: We conducted a qualitative study using the Research Prioritization by Affected Communities (RPAC)
method. Participants were recruited from two hospitals and two community organizations to participate in focus groups.
RESULTS: Twenty three participants developed and prioritized 300 potentially researchable questions. Thematic analysis of the
priority research topics revealed three health dimensions of chronic illness (physical health, social-emotional health and navigating
the health care system) and two cross-cutting dimensions (living with a chronic illness and future with a chronic illness).
CONCLUSION: Young people experiencing different chronic conditions were able to achieve consensus on the same set of
condition-agnostic research priorities, age and role influenced research priorities. We report these research priorities to inform and
influence local and national research agendas and funding priorities.
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IMPACT:

● Patients and caregivers affected by different chronic illnesses were able to achieve consensus on condition-agnostic research
priorities. Age and role influenced research priorities.

● Questions posed by young people experiencing different chronic conditions fell under three themes (physical, social–emotional
and health care system) and two cross-cutting dimensions (living with a chronic illness and future with a chronic illness).

● Use of the Research Prioritization by Affected Communities (RPAC) method, which begins with the patient’s lived experiences,
provided nuanced insights into the complexity of living with a chronic illness and surfaced under-studied research topics to
guide future research investment.

INTRODUCTION
There has been a growing international movement in recent
years for greater patient and public involvement (PPI) in all
aspects of the research process, including determining the
focus, design, implementation, analysis, and dissemination of
findings. Authentic involvement of individuals and communities
directly affected by the condition being studied ensures that
research answers the questions of those most affected by the
condition.1 Although patients, families, and communities are
frequently engaged in pediatric service delivery planning, there
remains a need for greater PPI in the field of pediatric research.2

Because PPI remains relatively new within pediatric research,
there is little understanding regarding topics of interest for
patients and their families. The research interests of pediatric
patients living with chronic conditions, which will last through-
out adulthood, remain an important knowledge gap. In this
report, we present research priorities of young people living
with chronic conditions and their caregivers for the purpose of

informing and influencing local and national research agendas
and funding priorities.

METHODS
Study design
We conducted focus groups according to the Research Prioritiza-
tion by Affected Communities (RPAC) method3 to investigate
young people’s and caregivers’ unanswered questions about
chronic conditions in the context of their own experiences. As
specified by the RPAC method, research questions and topics
were generated directly from individuals most affected by the
condition, rather than beginning with a review of the medical
literature, which prioritizes the questions of academics and
clinicians. The RPAC method has been used effectively to
illuminate the priorities of women and men from communities
at high risk for preterm birth and parents of preterm infants.3,4

We also followed the long-form checklist from the Guidance for
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Reporting Involvement of Patients and the Public (GRIPP2),
developed by international consensus to ensure quality, trans-
parency, and consistency of reporting PPI in research.5

Participant recruitment
Participants were recruited by flier and website advertisements
from two local children’s hospitals, Benioff Children’s Hospital
San Francisco (BCH-SF) and Oakland (BCH-O), which serve
different populations, and from two local community organiza-
tions, San Francisco Support for Families of Children with
Disabilities (SFCD), and California Children’s Services, which
provide a range of support services for families of children with
chronic illness. Three cohorts of participants were recruited:
adolescent patients age 15–18 years, young adult patients age
19–25 years, and caregivers (parents or guardians). The inclusion
criteria for patients were: English literate and living with a
chronic illness for >1 year, which was anticipated to last into
adulthood.6 Caregivers were included if they were English
literate and caring for a child or young adult patient with a
chronic condition. Only one participant per family and no more
than two patients with the same condition were included in any
focus group. The project was approved by the University of
California, San Francisco Institutional Review Board (#17-23588).
Each participant received a $25 Target gift card. Compensation
for child care and travel, and refreshments were offered for each
focus group session.

Procedures
Focus groups were held at BCH-O and SFCD. Following the RPAC
method,3 facilitators used scripts tailored to each group and
setting. During the first focus group session participants shared
their experiences of living (or caring for someone) with a chronic
condition and generated an extensive list of questions. The
research team then categorized these questions by topic. During
the second focus group, participants prioritized the topics they
wanted researchers to focus on and ranked the specific questions
they were most eager to have answered.

Analysis
The ranking of the priority topics was compared across the five
groups to identify patterns by role and location. Using qualitative
thematic analysis, research questions were grouped into themes
and subthemes.7 The first and last authors listened to the
recordings, reviewed the transcripts for accuracy and conducted
first-level coding to develop themes and subthemes. The full
author group, including two focus group participants, reviewed,
discussed, and refined themes, identifying relevant quotes to
serve as exemplars. Any disagreements were resolved by further
discussion and consensus.

RESULTS
Five cohorts participated in focus group sessions: two caregiver
groups, two adolescent patient groups (one each at BCH-O and
SFCD) and one young adult patient group at SFCD. A total of 12
caregivers, 5 young adult patients, and 6 adolescents participated.
Participants varied in age, race/ethnicity, insurance status, and
chronic condition (Table 1). All participants attended two sessions,
~6 weeks apart between February and May, 2018.
Across the five groups, a total of 300 potentially researchable

questions were developed, representing 21 distinct research
topics (see Fig. 1 for the top 3 research questions by group,
and Supplementary Table S1 for the complete list). Although
the top-ranked topic varied by group, the following five topics
were priorities across all groups: Health Care System and Care
Coordination/Communication; Insurance/Health Care Coverage;
Patient–Parent–Provider Relationship and Communication;
Social/Emotional/Family Impact and Support; and Transition to
Independence: Going from Pediatric to Adult Care (Fig. 2).
Differences in prioritization of topics were noted across

groups. For example, medication research was included in the
top-ranked topics for all three patient groups, but not the
caregiver groups. Stress and coping research only appeared as a
priority topic for the young adult patient group. They also
expressed concern about burdening their parents. In contrast,

Table 1. Participant characteristics.

Adolescent (n= 6) Young adult (n= 5) Caregiver (n= 12)

Gender (F/M) 5 F/1 M 4 F/1 M 10 F/2 M

Age (median (range)) 16.5 years (15–18) 22 years (21–23) 54.5 years (37–59)

Race/ethnicity (n)

White 5 1 6

Asian – 2 2

Black 1 – 1

Latino – 1 3

Middle Eastern/North African – 1 –

Health insurance

Private 6 2 6

Public – 3 6

Patient chronic illnesses Juvenile idiopathic arthritis
Migraine headache
Idiopathic pulmonary capillaritis
Type 1 diabetes
Juvenile dermatomyositis

Systemic lupus erythematosus
Inflammatory bowel disease
Psoriasis
Celiac disease
Microscopic polyangitis

Epilepsy
Complex regional pain syndrome
Developmental delay
Type 1 diabetes
Lissencephaly
Seizure disorder
Restrictive lung disease
Hypotonia
Bipolar disorder
Attention deficit hyperactivity disorder
Cerebral palsy
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the caregiver groups posed questions focused on support for
caregivers, health care systems, communication, and support
for their child in the future should the caregiver become
incapacitated or deceased. The caregivers described a notion of
“the parent as the expert” and the burden of the caregiver’s
duties as “a second job”. The young adult patients’ research
questions focused on the future in relation to the long-term
effects of both their medications and their chronic condition, as
well as the importance of research related to finding a “new
normal” and promoting hope. The adolescent patient’s ques-
tions focused on the impact of chronic illness on school and
family life and finding ways to better understand and manage
their symptoms. They also described facing a daily ethical
dilemma around accepting school accommodations.
Thematic analysis of the highest ranking potentially research-

able questions across all groups revealed three health dimensions
of chronic illness research: questions about physical health,
social–emotional health, and navigating the health care system.
In addition, the research team recognized two cross-cutting
dimensions that reflected the interconnectedness of domains and
the dimension of time (living with a chronic illness and future with
a chronic illness).

DISCUSSION
Using the RPAC method, pediatric chronic illness patients and their
caregivers generated numerous researchable questions and topics
that may be used to guide future research and study planning. The
RPAC method was selected because our aim was to elicit research

questions and achieve consensus on priority research topics directly
from the individuals who experience the health condition of
interest.3 Inclusion of patients in research follows a continuum from
engagement, to participation, to involvement.8 Involvement, the
highest level of contact between researchers and the public, occurs
when patients or members of the affected community are actively
involved in all aspects of the research process, including the
development of research priorities.9 RPAC was developed to
enhance the involvement of patients in identifying research
priorities by engaging directly with participants about their personal
experiences, rather than beginning with survey data or researcher
developed topics. Similar to prior studies, our findings include
pediatric chronic illness research interests across a wide range of
topics.10 Our work adds to the literature by identifying research
priorities that are condition agnostic. Moreover, many of the
priorities focus on health service delivery and finance, similar to
the priorities generated by a multi-stakeholder group for children
and youth with special healthcare needs.11

Holding separate focus groups for participants of different ages
and roles allowed us to identify the unique priorities for each
group. Adolescents were most concerned with symptom manage-
ment and school, young adults focused primarily on future health
and employment, and caregivers prioritized both current and
long-term challenges navigating the health care system. Anchor-
ing the focus group discussion in participants’ personal experi-
ences allowed us to achieve greater insight into the complexity of
living with a chronic illness. Several important worries emerged,
such as young people’s concerns about burdening their parents
and the feeling among caregivers that caring for the chronically ill

What is the best way
to support parents?

How can we make
sure families are

aware of and take
advantage of

supportive programs
and services in a
timely fashion?

How do we design a
system to pay for

healthcare across the
lifetime of children

with chronic
conditions?

What can be done if
my medications stop
working? Especially if
there is not a new one

available?

How can we make the
search for a diagnosis
less burdensome on

the patient?

What are the long-
term effects of my

medications?

Will my chronic illness
get passed down to

my children?

What will happen
after I come off my
parent's insurance?

How will i cover
medical costs?

What are the long-
term effects of

medications, and
stopping/ starting

medications? Does
age affect side

effects? How can side
effects be prevented?

How can we better
support young people
who experience social

isolation or hurtful
social encounters
because of their

condition?

Whose going to take
care of my child when

I'm gone?

What would an
integrated,

coordinated system
for management of
chronic conditions

that also meets
development and

family needs look like?

What can doctors and
patients do to speed

up the process of
getting to a diagnosis
or treatment? What

can be done to better
coordinate tests and

consults?

How can patients
better keep track of
care management

including symptoms,
appointments, and

other things
important to report?

How can having a
suppressed immune

system due to my
treatment and the

frequent illnesses that
result, affect my long-

term health?

Caregivers
SFCD

Caregivers
B-CHO

Young adult patients
SFCD

Adolescent patients
SFCD

Adolescent patients
B-CHO

Fig. 1 Top three priority research questions for the five focus groups presented in the participant’s own words. SFCD San Francisco
Support for Families of Children with Disabilities, BCH-O Benioff Children’s Hospital-Oakland.
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child was akin to a second job. While all groups shared common
themes, we gained insight into how age and role may contribute
to the types of questions that are most relevant to individuals
impacted by chronic illness. Our findings have informed a
collaborative process with patients and researchers working side
by side to develop a research protocol that answer’s a high priority
question in our community.
We note several limitations of this study. Although the study

sample was small, and included only English speakers, the
impressive number of questions that were generated demon-
strates the power of the RPAC method. In addition, the thematic
analysis was performed by consensus and thus subject to bias
from more influential members of the group; however, the
inclusion of two focus group participants in the analysis enhanced
the trustworthiness of the process.
Our primary aim was to identify research priorities for patients

and caregivers and to make them available publicly so that research
funders, researchers, and communities can pursue or advocate for
research on these priorities (https://childhoodchronicillness.ucsf.
edu/patientfamilypriorities). Our findings have other applications
more broadly in the health care arena. Our hope is that the power
and importance of involving patients and caregivers in research
and the development of interventions is more widely recognized.
We also encourage healthcare and social service providers to use
these findings to direct the development of educational and clinical
interventions that address the patient’s greatest areas of concern.
Finally, PPI is a compelling method to inform and engage
individuals in their own healthcare, which beyond its value to
research has the potential to positively impact health literacy,
patient empowerment, trust, and service quality.12,13

Molloy et al.2 challenge the pediatric research community to
embrace PPI in child health research. Our work builds upon this
recommendation, and we encourage researchers and donors to

include patients and caregivers in decisions about research
priorities and funding. Partnership at all levels and stages of
research ensures that resources are directed to activities that are
impactful and desirable for communities directly affected by
pediatric chronic illness. Lifting up the voices of patients and
caregivers is a crucial part of identifying the research questions
that will shape the future of chronic illness care.
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1 Patient/family medical
decision making

Rank Caregivers (SFCD) Caregivers (BCH-O) Young adult patients (SFCD) Adolescent patients (SFCD) Adolescent patients (BCH-O)

Causes, triggers, and long-
term effects of chronic
conditions

Medications

Future

Disease information and
understanding

Medications Medications

Coping

Living with chronic illness Getting to a diagnosis

Stress

Mental health

Physical activity

Physical activity

Nutrition/diet

Sleep

Disease information and
understanding

Disease information and
understanding

Patient-parent-provider
relationship/communication

Social/emotional/family
impact & support

Social/emotional/family
impact & support

Social/emotional/family
impact & support

Social/emotional/family
impact & support

Social/emotional/family
impact & support

Healthcare system & care
coordination/communication

Healthcare system & care
coordination/communication

Healthcare system & care
coordination/communication

Healthcare system & care
coordination/communication

Healthcare system & care
coordination/communication

Education/vocational impact
& support

Living with chronic illness

Transition to independence:
from pediatric to adult care

Physical activity

Patient-parent-provider
relationship/communication

Patient-parent-provider
relationship/communication

Patient-parent-provider
relationship/communication

Patient-parent-provider
relationship/communication

Alternative healthcare

Insurance/health care
coverage

Insurance/health care
coverage

Insurance/health care
coverage

Insurance/health care
coverage

Insurance/health care
coverage

Transition to Independence:
from pediatric to adult care

Transition to Independence:
from pediatric to adult care

Transition to Independence:
from pediatric to adult care

Transition to Independence:
from pediatric to adult care

Education/vocational impact
& support

Education/vocational impact
& support

Future

Future

Research

2

3

4

5
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7

8

9
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13
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Fig. 2 Ranking of top priority Research Topics by focus group. All groups highly ranked the following five topics (highlighted in color):
Health Care System and Care Coordination/Communication, Insurance/Health Care Coverage, Patient–Parent–Provider Relationship/
Communication, Social/Emotional/Family Impact and Support; and Transition to Independence. SFCD San Francisco Support for Families
of Children with Disabilities, BCH-O Benioff Children’s Hospital-Oakland.
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