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Objectives To analyze activities involving veteran resource parents and patients in a family partnership program;
their perspectives were also explored.
Study design The multiple roles assumed by family stakeholders in neonatal initiatives were reviewed. Quality
control questionnaires were distributed to resource parents and patients and providers who worked with them. Mixed
methods were used to analyze results.
Results Thirty resource parents and patients were involved in a total of 653 activities related to clinical care (n = 413),
teaching (n = 31), and research (n = 209); 7 initiatives were described to illustrate the positive impact of family stake-
holders on clinical care, teaching, and/or research. Resource parents and patients had different degrees and in-
tensity of involvement: all were involved in low-risk initiatives and 9 in more complex activities. In the questionnaire,
family stakeholders all described positive impacts associated with their participation and benefits to themselves,
such as meaning making. Three resource parents reported traumatic memories that occurred during medical simu-
lations. The majority of providers report that resource parents and patients improved their projects, but some also
report this new collaboration is complex.
Conclusions Although stakeholder participation increasingly is recommended, practical knowledge and the impact
of their participation is scarce. Having several resource parents and patients bring their contributions may be more
valuable than a few “expert stakeholders.” Recruiting and orienting resource parents and patients toward different
types of activities should take into account the complexity and risks of the tasks. Family stakeholders are appre-
ciated and have a positive impact on projects in which they are involved. (J Pediatr 2019;207:123-9).

P arental presence in the neonatal intensive care unit (NICU) has increased.1 Today, parents are encouraged to be
physically present, are integrated in their infants’ care, and their perspectives are reported.2-8 In the research domain,
family stakeholder participation also is increasing. Several agencies, such as the National Institutes of Health Research

(United Kingdom) and Patient-Centered Outcomes Research Institute, require that patients have a “seat at the table.”9,10

Veteran patients/parents also are integrated in many other activities, such as peer-to-peer support or quality control
initiatives.11,12 Many different terms are used to describe parent stakeholders, such as veteran parents or resource parents and
patients.1,11,13 Although stakeholder participation is encouraged, these experiences are rarely published, making knowledge
transfer difficult.14 Most NICUs working with resource parents and patients collaborate with a single or a few individuals. For
example, in the Canadian Neonatal Network,15 comprising the 17 academic NICUs in Canada, there are 11 resource parents
outside of our center who generally are the only resource parents in their center. Since 2011, multiple resource parents and
patients have been integrated in our center. The goals of this investigation were
to examine the multiple roles assumed by these family stakeholders and describe
the impact of their integration in different initiatives.

Methods

The Partenariat Famille team was created in 2011 to recruit, integrate, and
coordinate resource parents and patients in Sainte-Justine University Health
Center, a mother–child tertiary care, university-affiliated hospital that delivers
~4000 babies each year. The NICU is a 70-bed unit with up to 33 ventilated
patients and admits, on average, 1100 neonates a year.

For the purpose of this report, resource parents and patients will be used to
describe stakeholders who had a previous NICU experience, both parents and
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ex-patients. Resource parents and patients were recruited among
former parents, or patients who had reached adulthood, either
because they came forward to participate or were suggested
as potential family stakeholders by providers. They were all
offered compensation to participate. All initiatives in which
they are involved are considered quality improvement proj-
ects where results are critically examined and further inter-
ventions to improve are planned and implemented. For
complicated initiatives, resource parents and patients receive
specific training. For example, to evaluate research results, they
may be required to sign a confidentiality agreement; to have
access to the NICU, resource parents need to follow the same
training as that given to volunteers. In contrast, for many simple
initiatives, such as reviewing information given to parents, re-
source parents are not required to have any specific training.

Description of the Roles Assumed by Resource
Parents and Patients
All the records pertaining to activities performed by resource
parents and patients since 2011 were reviewed and systemati-
cally analyzed including the role assumed by stakeholders as
well as the identity of providers involved. The term initiative
is used to describe specific types of projects in which re-
source parents and patients were involved. The initiatives were
categorized as either research, clinical, or teaching initiatives;
they were classified further as whether they required stake-
holders to be physically present in the hospital and/or to have
direct contact with new parents, students, or researchers.

Because the majority of resource parents and patients were
integrated in more than 1 initiative on more than 1 occasion,
we also have described the total number of activities in which
they participated. For example, a resource parent who has co-
taught a palliative care course 3 times would be analyzed as
having participated in 1 teaching initiative requiring student
contact, and in a total of 3 activities.

Questionnaires
From January to April 2017, a quality control questionnaire
was distributed to all resource parents and patients. We ana-
lyzed the answers to open-ended questions regarding their posi-
tive and negative experiences and the perceived impact of their
implications.

All providers involved in projects implicating resource parents
and patients also were asked to complete a questionnaire.
Answers to open-ended questions were analyzed describing the
advantages and difficulties related to their participation and
description of the impact of family stakeholders on their
projects.

Qualitative data from the open-ended questions were ana-
lyzed using thematic content analysis with NVivo12 (QSR In-
ternational, Melbourne, Australia).16,17 Themes and subthemes
were rigorously defined for each question. Two trained inde-
pendent investigators (1 neonatologist and 1 resource parent)
independently coded all the data. A specialist in mixed methods
supervised each step of their work and assessed coding reli-
ability. Discrepancies were resolved through consensus. Quan-
titative data were analyzed with descriptive statistics only. This

project was approved by the Research Ethics Committee of the
CHU Sainte-Justine Research Center as a quality improve-
ment project.

Results

Since 2011, 30 resource parents and patients have teamed up
with 27 providers and participated in a total of 653 activities
in 47 types of initiatives: 28 resource parents and 2 resource
patients (Table I; available at www.jpeds.com). Their chil-
dren were born between 1999 and 2017, between 23 and 38
weeks of gestational age. The 2 resource patients are 25-year-
old adults born extremely preterm who do not have chil-
dren. Eight of the resource parents have been recruited since
2017 (after the quality control questionnaires. Demographic
variables of resource parents and patients who answered the
questionnaire were similar to those of the total number of re-
source parents and patients now integrated in our program)
(Table I).

Description of Initiatives
Clinical Care and Administration. Thirty resource parents and
patients were involved in 413 activities in 23 types of initia-
tives (Table II): 303 activities took place outside the hospital
setting and 221 did not involve any contact between resource
parents and patients and new parents (Table II).

Examples. In 2017, the unit moved to a 70-bed single-room
NICU. Before the move, we ran multi-disciplinary mock codes
to ensure that the design of the unit and the manner in which
teams would work and communicate was optimal. Eight re-
source parents participated in these 2 days of interdisciplin-
ary simulation. They played the role of the “NICU parent” in
different scenarios. The resource parents pointed out 6 items
not mentioned by providers that needed improvement. For
example, in the new unit, rooms have many large windows.
Resource mothers pointed out they were expressing their milk
in front of teams of high school boys playing football or to
providers in the corridor. Frosted glass in windows was stra-
tegically placed. During a mock code, a resource father doing
kangaroo care with his baby (manikin) felt insecure in his po-
sition “stuck behind the incubator and the closet.” Indeed,
further mock codes with resource parents demonstrated that
urgent access to the manikin in skin-to-skin care was diffi-
cult. The configuration of the room was optimized with re-
source parent input, and since the move, there have been no
incidents in which babies could not be reached urgently.

The hospital administration produced a brochure, without
parental input, informing parents about visitations, sleeping
arrangements, showers, cell phone use, etc, which was called
“Règles de vie” (“Rules of life”). Before using it in neonatol-
ogy, it was reviewed by 5 resource parents, who all found it
infantilizing, consisting largely of a list of items parents
could not do. Resource parents optimized the document,
now called “Caring Together.” Fifteen NICU parents have
given feedback regarding the document; all found it useful
but reported that they also would appreciate receiving the
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information orally, by meeting a clinician or ideally a parent.
In a previous quality control investigation, 82% of the 92
participating parents also reported that they would have
appreciated meeting “old NICU parents” during the hospital-
ization. These results led to the following pilot project in
which 2 resource parents meet new NICU parents weekly as
a group. Parents are welcomed, given the information in the
“Caring Together” document, and exchange together about
family centered topics. Six resource parents have moderated
these pilot meetings where 55 new NICU parents have
participated. Our quality control survey held during the
week after each parent meeting (66% participation rate)
indicates that 79% of participants found the meeting with
resource parents useful and 83% wished to participate in
more meetings of the kind to exchange with resource parents.

Education. Six resource parents were involved in 31 activi-
ties in 7 types of initiatives related to medical education
(Table III; available at www.jpeds.com).

Examples. Since 2013, medical students have a 2-hour course
about pediatric palliative care, now given by clinicians and
a resource mother whose child has a life-limiting illness.
The mother tells her story and speaks about the impact—
both negative and positive—her daughter’s life has on her
family. She also gives practical recommendations to stu-
dents. This course has been given 5 times and the 176
students who answered the evaluation all gave a mark of 4/5
or higher.

During “communication” scenarios in medical simula-
tion, the evaluation scale generally is developed by nonparent
experts and the evaluation also is performed by clinicians. In
our program, 7 resource parents have participated in devel-
oping a score sheet to evaluate communication with parents
during an unsuccessful resuscitation (mock codes).

Research. Eleven resource parents and patients were in-
volved in 209 activities in 17 types of research initiatives
(Table III).

Table II. Clinical care and administrative activities in which resource parents/patients were integrated (total of 413
activities)

No. activities Description of initiatives
No. resource parents
and patients involved

In hospital setting/Interaction
with families (145 activities)
44 Bedside support in the unit: during or outside of clinical rounds (no. days) 1
20 Social and cultural activities (eg, scrapbooking) 1
37 Welcome visit for new parents: NICU, personnel, routine, etc 6
15 Structured support groups: “Being a Parent in Neonatology” 6
10 Structured parent information sessions (filling forms, planning discharge) 1
10 Parent navigator sessions: hospital resources, living arrangements, etc 1
5 Testimonies/narratives (for teams or new parents) 3
6 Matched buddies (bereaved resource parent) for bereaved parents/family initiatives 3

In hospital setting/No interaction
with families (158 activities)
40 Optimization of living arrangements for new parents (no. interventions) 1
22 Coordination of resource parent program (no. tasks) 5
21 Participation in clinical interdisciplinary meetings 5
20 Recruitment/training/support for “new resource parents and patients” 6
16 Hospital design/redesign initiatives: design and visits before moving to single-room unit,

evaluation of new equipment/procedures, simulations (playing the parent role in a quality
control team)

8

16 Integration in clinical care committees: humanization of care, “transition to single rooms,” family
integrated care, “morning rounds,” pain, etc

9

9 Quality control projects (design, results, impact measures, etc) 3
14 Clinical “ethics” meetings to discuss complex situations 5

Outside the hospital setting/Interaction
with families (47 activities)
12 Matched buddies for new bereaved parents (Internet or phone) 3
10 Matched buddies for new parents: communication via Internet or phone 1
25 Contribution to dedicated Web sites and parent discussion groups/testimonies on social

media (video, narrative, life stories, etc)
4

Outside the hospital settings/No
interaction with families
(63 activities)
21 Fundraising for the PAF team (annual race and other individual initiatives) and/or PAF

representation for the hospital foundation
10

7 Production, coproduction, and/or evaluation–optimization of information given to parents and
families

18

28 Interventions in the media (written and oral) 7
7 Protocol development and audits (skin-to-skin, visitation policy, breastfeeding, family integrated

care, pain, etc)
2

PAF, Partenariat Famille.
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Examples. Many resource parents and patients are collabo-
rators in investigations and participate in protocol develop-
ment, reviewing consent forms, analysis of results, and
presentations at conferences. This gives rise to innovative and
rewarding investigations: research about parents also has
become research with parents and patients.1,18-22 Some re-
source parents and patients also provide a complementary
parent/patient voice collaborating in writing opinion pieces with
researchers and/or clinicians.20,23

Individual Participation of Resource Parents and Pa-
tients. Family stakeholders have various degrees of partici-
pation: from a minimum of 1 activity in 1 initiative to a
maximum of 81 activities in 11 different initiatives. Twelve re-
source parents and patients were involved only in clinical care,
3 only in research, and 1 only in education, and the others were
involved in 2 or 3 of these categories. Ten stakeholders have
only been involved in initiatives with parent/student contact.
None has been involved in all categories of initiatives (clini-
cal, research, and teaching) with patient and/or provider contact.

Impacts of Resource Parent and Patient
Participation
Resource Parents and Patients’ Perspective. In 2017, all 22
resource parents and patients who had collaborated in at least
1 activity participated (100% participation; Table I). All (100%)
described positive experiences and invoked 4 major themes to
describe them.

1) Improving care/Making a difference (n = 19)
“I saw I could bring something to the NICU”;
“I Want to improve things, make a difference.”

2) Giving back/Helping other parents (n = 17)
“I hope my experience benefits other parents”;
“Participate in a good cause, help as much as we can. We re-
ceived so much.”

3) Meaning making (n = 16)
“I want to do this in memory of my son”;
“This brought something positive with regards to our daugh-
ter’s illness. This was not the case before our resource parent ex-
perience (only negative aspects of the illness).”

4) Bringing the parental perspective (n = 15)
“Parents see protocols through different eyes.”

Parents’ comments about their experience often covered
several of these themes together:

“This has changed my life. Participating in this project gave a
voice to families who are not able to write in medical articles. It
made me give a meaning to my experience. It is a legacy to my
child’s life. [. . .] She made it possible, and she made life better
for other families”;
“Being able to make a difference [. . .] sometimes it is easy to make
things better. With simple solutions nobody sees.”

Five resource parents and patients also reported limita-
tions: 2 mentioned their difficulty to find time to participate.
Three parents reported more significant impacts: reliving a

traumatic experience during a simulation scenario. A father
reported:

“I thought I was ready, I mean, I saw my son when he was
reintubated and sick. But this brought it all back, years later. I
knew it was a manikin, but the alarms, the beeps, the RTs, the
alcohol smell. It brought it all back and I started to cry. The doctors
were very understanding.”

Providers’ Perspective. Nineteen providers answered the ques-
tionnaire (70% participation): 10 neonatologists, 3 nurses, 2
fellows, 2 consultants, 1 neonatal nurse practitioner, and 1 lac-
tation consultant.

The majority (90%) described advantages related to their
collaborations with resource parents and patients, invoking 3
large themes:

1) The resource parents and patients’ complementary role
(n = 10):

“They bring a different and necessary point of view”;
“They give us authentic feedback. Their collaboration is essen-
tial because they are front-line actors.”

2) Resource parent’s stories as essential to improve caring and
communication (n = 9),

“The father brought the families’ point of view and helped us un-
derstand the family perspective”;
“For trainees, having a testimony with respect to communica-
tion is pure gold for students.”

3) Improving research projects (n = 3)
“Feeling that our research questions and methods are endorsed
and relevant to parents is important to us”;
“They improve our projects because they provide new ideas, a
fresh look.”

Some clinicians also reported that interactions within com-
mittees were improved when resource parents and patients were
present (n = 4):

“More respect among the members of the team in the presence
resource parents and patients.”
“Allows for a more patient-oriented multidisciplinary discussion.”

Nine providers described some limitations. Most of the com-
ments were related to the availability of resource parents and
patients and the time/schedule management challenges (n = 5).
The other difficulties were related to discomfort related to this
new type of collaboration and the need for tools to facilitate
this kind of work (n = 5).

Discussion

Over the last decade, there has been an increasing emphasis
on the importance of family stakeholder involvement. This
study reviewed a program of family stakeholder involve-
ment, described their activities, and explored potential impacts
of their participation.

Resource parents and patients can assume many different
roles, and their integration brings unique perspectives and
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can enhance practice in many activities. Activities involving
them require various levels of engagement and skillsets and
have differing levels of difficulty and risks.12,24,25 After being
recruited, family stakeholders start with simpler, lower risk
activities. Then, some get involved in activities of increasing
complexity (Figure 1). For example, all information given to
“new” NICU parents is reviewed by resource parents. This
represents an activity that is common and can be achieved
by any “ex-NICU” parent with minimal risk to the resource
parents, to the new parents, and the clinical team. At the top
of the “pyramid” are activities that involve some risk to stake-
holders and new parents and are performed by more experi-
enced stakeholders (Figure 1). Although some resource parents
and patients wish to come back to the hospital and appreci-
ate being in contact with new parents, others only partici-
pate in activities outside of the NICU, either because they do
not want to come back to the unit, or they cannot for prac-
tical reasons. Many centers have 1 or 2 resource parents that
are involved in many initiatives. These individuals often are
prone to burnout or they may become very specialized in one
specific activity, such as being on the research ethics commit-
tee. These systems are fragile and can be limited as they rest
on the shoulder of few “expert stakeholders.” We have found
that having many resource parents and patients with differ-
ent interests and profiles enriched and strengthened our
program. In our model, any “ex-NICU parent/patient” can
have a seat at the table.

Family stakeholders and providers reported positive impacts
that helped improve clinical care, teaching, and research, but
3 resource parents also reported traumatic experiences asso-
ciated with flashbacks. Symptoms of post-traumatic stress
disorder (PTSD) are not uncommon for parents after an
NICU experience.26-28 We worked on strategies to decrease
traumatic experiences in resource parents and involved our
unit psychologist and the perspectives of experienced re-
source parents. The literature regarding adverse events
experienced by family stakeholders is scarce. Studies primar-
ily focus on the positive aspect of these new partnerships
and rarely examine patient/parent perspectives. We invited
the 3 resource parents who reported flashbacks to suggest
strategies for improvement. They identified elements that
could trigger flashbacks such as visiting the NICU, hearing
alarms, or seeing a resuscitation (mock codes), which reflects
findings in the literature.27-29 Because these “NICU” triggers
are not present in the resource parents’ everyday life, the
strategy was not to mitigate the impact of triggers, but rather
to avoid exposure to activities with potential triggers for
more fragile parents. Symptoms of post-traumatic stress
disorder (PTSD) also decrease over time in NICU parents.27,28

We decided to add a level of security in our recruitment
strategies by only inviting resource parents and patients to
participate in “risky” activities (Figure 1) at least 3 years
after their NICU experience and at least 2 years after partici-
pation in simple activities. We also describe potential flashbacks

NO CONTACT WITH FAMILIES, MINIMAL CONTACT WITH THE INSTITUTION: conception, co-
construction or optimization of documents given to new parents and/or providers and/or students 
(conception, reviewing, editing, evaluation, translation) / Evaluation of protocols and procedures
(visitation policy, nutrition protocol, pain protocol, etc) / suggestion of quality control initiatives, etc

NO INTERACTION WITH FAMILIES, SIMPLE CONTACT WITH THE PROVIDERS or 
INSTITUTIONS: advocacy / fundraising activities / Protocol development with clinical teams (skin-
to-skin, pain control, palliative care, etc) / Participation in clinical committees / Hospital redesign: 
optimization of units, evaluation of equipment (breast pump, zero gravity chairs, etc)

SIMPLE INTERACTION WITH FAMILIES / PROVIDERS: Testimonies in the
media / Distribution of documents to new parents/ co-animation of social & 
cultural activities / Help for new families: navigating the hospital, filling forms 
after birth, organizing living arrangements in/around the hospital, etc).

MODERATELY INTENSE INTERACTION WITH FAMILIES / 
PROVIDERS: Co-coordination of the resource parents and
patients program & specific initiatives (training, recruitment,
quality control) / Animation of support groupsfornewparents. 

INTENSE INTERACTION WITH FAMILIES / 
PROVIDERS: Leading support interventions 
(telephone, INTERNET)/participation in mock codes  
for quality improvement ad hospital redesign, etc

VERY INTENSE INTERACTION WITH 
FAMILIES / PROVIDERS: Family 
support: peer-to-peer support, 
bereavement support / bedside rounds 
/ complex meetings (difficult cases, 
interviews for staff hiring, etc)

HIGHER

RISKS AND 
COMPLEXITY

LOWER

Figure 1. Pyramid of complexity and risks: clinical and administrative initiatives in which resource parents/patients can be integrated.

April 2019 ORIGINAL ARTICLES

127Beyond a Seat at the Table: The Added Value of Family Stakeholders to Improve Care, Research,
and Education in Neonatology



to participating resource parents before they collaborate in
initiatives with potential traumatic triggers (Figure 1). Despite
their flashbacks, all 3 resource parents who reported them
continued to be involved in our group. Since implementing
those safety steps, there were no traumatic events reported
by resource parents. We are also considering whether the
completion of a “PTSD questionnaire” (Impact of Event
Scale–Revised) is feasible and desirable before resource parents
engage in complex activities.27

Although providers who worked with resource parents
and patients generally consider family stakeholder integra-
tion positive, some also report being uncomfortable at times
and/or finding this new integration complex. This may be
due to the novelty of many of the roles being assumed by
resource parents and patients. For example, most neonatolo-
gists never had a formal evaluation by a parent while in
training. We expect that with time, providers will find such
involvement routine and beneficial. We should keep in mind
that significant gaps of knowledge still remain regarding
recruitment and training of family stakeholders, as well as
training of providers who collaborate with them.

The main limitation of this study is that it is from a single
center. It is a quality control team project; although it
examined each initiative in a quality improvement fashion, it
was not designed to systematically measure impacts on neo-
nates, such as a pre-post study for each initiative described.
In contrast, we describe multiple initiatives and activities
with a large group of resource parents and patients, as
opposed to one or very few resource parents involved in
specific projects.

Participation of resource parents and patients is still un-
common. Figure 2 (available at www.jpeds.com) presents
several practice points that may be helpful for those who wish
to embark in such collaborations. Because of the lack of evi-
dence, these should be regarded as basic practical ones that need
to be evaluated. Although partnering with family stakehold-
ers is recommended in many areas of medicine, practical de-
scriptions relative to the specific activities they can do are scarce.
Furthermore, because of many factors, some providers or re-
searchers, less familiar or comfortable, may be more inclined
to only involve a few family stakeholders at the end of a project,
where their voice is less likely to be heard or to add value.30

In our model, family stakeholders have more than a “seat at
the table.” We believe that every parent and patient can provide
something valuable and improve care, teaching, and/or
research.30 ■
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Partnering with resource parents and patients:
practice points and recommendations

1. Creating a resource parents and patients team: in addition to a parent, the team
should consist of, at minimum, a physician and nurse, one of whom has an administrative
role.  
-It is important to have the involvement and support of the administration: they should 
understand the 

2.   Communicating with others who work with resource parents and patients: 
experienced teams can make some practical recommendations as to what works and
what doesn’t; they have often learned from their successes and failures.

3. Starting small and slowly complexifying: starting small with simple projects and goals 
that are easily reached ensures that the team gains experience while having a rewarding 
experience. Simple tasks are those at the bottom of the “pyramid” of complexity” (Figure 
1): review of written information given to NICU parents and /or current protocols;
resource parents and patients involvement in clinical care committees; review of
education materials; review of consent forms in clinical research.

4.

5. Quality control: Obtaining feedback about resource parents and
patients and provider satisfaction in the team is important.This way, teams can learn from
their mistakes and build on their strengths. After each project, resource parents and patients
should receive practical information about how they have helped their team.  

5. Advancing the field: teams who work with resource parents and patients should report
and share their experience, the documents they use for recruiting and training new parents,
as well as the impacts of these new collaborations. 

6. Creating a community: coordinating efforts with others who also involve resource
parents and patients, whether in the same institution but in different disciplines, or
between neonatal teams or hospitals. Creating a “Resource parents and patients Bank” or
registry of resource parents and patients may lead to increased collaborations between
parents and providers/researchers. 

role of resource parents and patients.

Defining roles and responsibilities: Resource parents and patients should know what
role(s) they are expected to play as team members on this project, with whom they work,
who they can contact for questions (and how), and how long their participation will last.
They should know if and how much and when they will be compensated/remunerated.
Clinicians, administrators, or/and researchers working with them should also know what
the resource parents and patients role and their roles are in the team.    

Figure 2. Practice points and recommendations.

Table I. Demographic information about participating resource parents/patients

Demographics

Total number of resource
parents and patients

(n = 30)

Resource parents and patients who filled
the quality control questionnaire

(n = 22)

General demographics
Mothers 21 (70%) 16 (73%)
Age (average, y) 38 38.5
University education 22 (73%) 16 (73%)
Married or living with common-law partner 20 (67%) 15 (68%)
Number of years participation as a resource parent 3.5 4
Participation >2 y 15 (50%) 15 (68%)
Born in Canada 26 (87%) 20 (91%)
French as first language 22 (73%) 15 (68%)
Bilingual (French and English written and spoken) 16 (54%) 11 (50%)

NICU experience
Had child or children not hospitalized in NICU 16 (53%) 13 (59 %)
More than 1 NICU child admitted 8 (27%) 7 (32%)
Length of hospitalization of NICU child >3 mo 19 (63%) 14 (64%)
Prematurity as main diagnosis of NICU admission 24 (80%) 19 (86%)
Bereaved NICU parents 8 (27%) 8 (36%)
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Table III. Initiatives related to medical education in which resource parents and patients were involved

No. activities
Description of initiatives related to medical education

(total n = 31 activities)
No. resource parents and

patients involved

In hospital or university setting/direct interactions
with students/trainees (17 activities)
9 Testimonials/narratives integrated in courses 3
5 Co-teaching with providers/educators (workshops, case-based learning) 2
2 Parental presence during simulations (including discussion with trainees) 1
1 Co-evaluation of trainees (simulation scenarios, case-based learning) 1

In or outside of hospital or university setting—No
interactions with students/trainees (14 activities)
9 Narrative (written story used for teaching in a specific course) 3
3 Co-construction of material used for medical education 2
2 Review/optimization of materials used for medical education 2

No. activities
Description of research initiatives

(total n = 209 activities)
No. resource parents and

patients involved

In hospital/research center setting/Direct interaction
with researchers/participants (49 activities)
15 Collaboration with research teams to develop protocols 4
9 Member of Parent Advisory Board 6
4 Collaboration in data acquisition: focus groups, questionnaires, etc 2
11 Collaboration in data analysis or interpretation of results 9
4 Member of Data Safety and Monitoring Committee 2
4 Knowledge transfer: return of study results 2
2 Collaboration in recruitment of families for a research project 1

Outside hospital/research center setting/Direct
interaction with researchers/participants
(43 activities)
21 Presentation at conferences, panel (testimonial or parental perspective

about a clinical topic)
6

9 Co-teaching at conferences (workshops) 3
7 Co-presentation of study results at conferences 4
6 Presentation of study results or parental perspective (alone) 3

Outside hospital settings/No contact with
participants—none or minimal contact with
researchers (117 activities)
11 Collaboration in data coding, analysis, or interpretation of results 9
8 Co-develop, review, or optimize studies and research protocols 5
33 Creation of information and consent forms for studies 7
25 Co-writing and co-editing abstracts 5
31 Co-writing and co-editing articles 5
9 Parent sole authors of articles (parental perspective, narratives) 6
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