
“We Feel Alone and Not Listened To”: Parents’ 
Perspectives on Pediatric Serious Illness Care in Somali, 
Hmong, and Latin American Communities

ABSTRACT
PURPOSE The experience of ethnically diverse parents of children with serious illness in the 
US health care system has not been well studied. Listening to families from these communi-
ties about their experiences could identify modifiable barriers to quality pediatric serious ill-
ness care and facilitate the development of potential improvements. Our aim was to explore 
parents’ perspectives of their children’s health care for serious illness from Somali, Hmong, 
and Latin-American communities in Minnesota.

METHODS We conducted a qualitative study with focus groups and individual interviews 
using immersion-crystallization data analysis with a community-based participatory research 
approach.

RESULTS Twenty-six parents of children with serious illness participated (8 Somali, 10 
Hmong, and 8 Latin-American). Parents desired 2-way trusting and respectful relation-
ships with medical staff. Three themes supported this trust, based on parents’ experiences 
with challenging and supportive health care: (1) Informed understanding allows parents to 
understand and be prepared for their child’s medical care; (2) Compassionate interactions 
with staff allow parents to feel their children are cared for; (3) Respected parental advocacy 
allows parents to feel their wisdom is heard. Effective communication is 1 key to improving 
understanding, expressing compassion, and partnering with parents, including quality medi-
cal interpretation for low–English proficient parents.

CONCLUSIONS Parents of children with serious illness from Somali, Hmong, and Latin-Amer-
ican communities shared a desire for improved relationships with staff and improved health 
care processes. Processes that enhance communication, support, and connection, including 
individual and system-level interventions driven by community voices, hold the potential for 
reducing health disparities in pediatric serious illness.
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INTRODUCTION

In the United States, nearly 500,000 children live with a serious or life-threaten-
ing illness,1,2 defined by the Institute of Medicine as those who carry a substan-
tial probability of death in childhood, although treatment may succeed in curing 

the condition or substantially prolonging life, and are perceived as potentially hav-
ing fatal outcomes.3 Family caregivers of children with serious illness are challenged 
by managing intense medical needs,4,5 navigating a complex health system and 
significant time demands,6 and becoming medical experts and parent advocates.7 
Consequences for parents of children with serious illness include increased psycho-
logical distress, higher risk of developing symptoms of depression and anxiety, and 
increased risk for persisting psychiatric morbidity, particularly among those with 
prior stressful or traumatic experiences.8

Racially and ethnically diverse families, limited– or non–English speaking fami-
lies, and families with lower socioeconomic status experience disparities across the 
spectrum of pediatric health care, including health status, mortality rates, access to 
care and use of services, and quality of care.9-11 There is a large knowledge gap in 
understanding the health care experience among racially and ethnically diverse par-
ents of children with serious illness.12 Engaging parents who are underrepresented 
in pediatric serious illness research has the potential to identify modifiable factors 
that may be contributing to health inequities.
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PARENTS’ PERSPECTIVES ON PEDIATRIC SERIOUS ILLNESS CARE

We conducted this community-based participatory 
research study to explore Somali, Hmong, and Latin Ameri-
can (SHL) parents’ experiences of pediatric serious illness 
care and identify their perspectives about what could improve 
health care for their children.

METHODS
Approach
We utilized a community-based participatory research 
(CBPR) approach because it effectively engages community 
members in the research process as full partners and builds 
upon communities’ knowledge, expertise, and resources.13 
CBPR has been shown to improve trustworthiness of research 
results, increase the likelihood that interventions will be 
applicable, acceptable, sustainable and disseminated broadly, 
and address health disparities.14

Our CBPR research team included a Somali female nurse 
(A.A.), Hmong female community health worker (S.L.), 
Latino male physician (R.B.), Latina female nurse (P.P.), 
Asian male graduate student (J.C.), White female public 
health researcher (S.P.), and 2 White female physicians (J.N., 
K.A.C-P). All but 1 research team member (J.N.) were mem-
bers of SoLaHmo Partnership for Health and Wellness, a 
community-driven research program. We worked as a central 
research team, with 3 community-specific teams that included 
1 or more language-concordant members: Somali (A.A., S.P., 
J.N.), Hmong (S.L., K.A.C-P.), and Latin-American (R.B., P.P., 
S.P.). We partnered with a community advisory board (CAB) 
consisting of SHL community leaders and parents, which 
gave input on study design, data analysis, and recommen-
dations. The University of Minnesota Institutional Review 
Board approved the study (00015786 Approved 6/22).

Setting and Recruitment
We recruited participants through clinician referrals, flyers, 
social media, and community networks in the Minneapolis-
Saint Paul, Minnesota metropolitan area. SHL research team 
members discussed the study with interested people in their 
preferred language (Hmong, Somali, Spanish, or English) and 
evaluated inclusion criteria, including adults aged ≥18 years; 
from an SHL community; spoke English, Somali, Hmong, or 
Spanish; and caregiver/parent of a child with a serious illness, 
defined as illnesses and conditions that pose a significant risk 
of death and impose physical and emotional distress during 
the illness trajectory.15

Data Collection
Researchers obtained participants’ consents, completed demo-
graphic surveys, and scheduled participants for a focus group 
or individual interviews if unable to attend a focus group. 
Researchers conducted 1.5- to 2-hour community-specific 
focus groups or individual interviews on Zoom (Zoom Video 
Communications Inc) or by phone in participants’ preferred 
languages. We designed structured interview guides based 

on literature review, professional and community knowl-
edge, and CAB input. The interview guides (translated into 
Hmong, Somali, and Spanish) inquired about parents’ positive 
and negative experiences with health care experiences and 
their recommendations for improvement. All interviews were 
audio-recorded, anonymized, translated into English, and tran-
scribed. Researchers tried to engender trust by speaking par-
ticipants’ language and asserting expectations of confidentiality 
and respect at the beginning of focus groups and interviews.

Data Analysis
For qualitative data analysis, we used an immersion/crystal-
lization analysis16 process to identify common aspects of 
parents’ experiences across all 3 communities and a participa-
tory approach17 to bring community expertise into each step 
of analysis. These 2 intertwined processes involved repeated 
interactions between the culturally specific sub-teams and 
the full team, with input from the CAB. In the initial immer-
sion/crystallization step, the 3 sub-teams immersed them-
selves in their first transcript by reading, reflecting, taking 
notes, and discussing their emerging ideas, until they agreed 
upon 3 to 5 major ideas about parents’ experiences. The full 
team explored and discussed all sub-teams’ major ideas until 
we identified major ideas across all 3 communities, which 
became a coding tree. Each team used the coding tree to 
analyze each subsequent transcript, discussing and adjust-
ing the codes as relevant. The full team iteratively identified 
and reorganized the data into major themes and sub-themes 
that were shared across all 3 communities and chose illustra-
tive quotes. Given the small sample size, we did not analyze 
the data by parents’ characteristics, data collection methods 
(focus group or individual interview), nature or severity of 
children’s illnesses, or extent of health care experiences. 
When the importance of parents’ education and English 
language skills became evident, however, we analyzed the 
data by education and English ability. Finally, we identified 
recommendations to improve parental experiences based on 
parents’ recommendations as well as the full team and CAB’s 
interpretations of parents’ positive and negative experiences.

RESULTS
Participants’ Characteristics
Twenty-six parents participated, including 8 Somali, 10 
Hmong, and 8 Latin American parents. All but 1 participants 
were mothers (96%). By self-report, 58% spoke excellent/
good English, and 42% had limited English proficiency (LEP). 
Twenty-one parents attended 1 of 7 focus groups and 5 par-
ents had individual interviews. Participants’ children included 
6 infants, 14 children, 2 adolescents, and 3 adults who had 
a range of serious illness diagnoses and functional status, 
including 38% with feeding tubes, 4% with ventilatory sup-
port, and 1 infant who died 2 weeks before the study. Four-
teen of the children were hospitalized in the last 6 months 
and 7 had consulted with palliative care (Table 1).
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PARENTS’ PERSPECTIVES ON PEDIATRIC SERIOUS ILLNESS CARE

Themes
Somali, Hmong, and Latin-American par-
ents had an overarching desire for 2-way 
trusting and respectful relationships with 
medical staff. Three distinct but inter-
related themes contributed to enhancing 
2-way trusting respectful relationships: 
informed understanding, compassionate 
interactions, and respected parental advo-
cacy (Figure 1) (Supplemental Table 1 
for expanded illustrative quotes).

Theme 1. Informed Understanding 
Parents praised and criticized aspects of 
staff communication that impacted 2-way 
trusting respectful relationships. Parents 
were grateful for staff who took the time 
to explain medical diagnoses and recom-
mended treatments in simple English, 
and/or worked with interpreters so that 
parents understood the medical perspec-
tives. Parents with a clear understanding 
of their child’s medical situation were 
more able to trust the medical team. Par-
ents shared how medical jargon presented 
challenges as they navigated the complex-
ity of a child’s serious illness.

Even if they talk to us in our language the 
medical terminology is hard to understand, 
and if it is in a different language it is even 
worse. (Latin-American-7)

Universally, parents with LEP high-
lighted the critical roles that interpreters 
play in communication and understand-
ing. They shared how they often did not 
trust the information that was being pre-
sented, that interpreters were not com-
municating the gravity of the situation, 
or that interpreters were not accurately 
relaying parents’ questions and desires 
for more information. To overcome this interpreter-commu-
nication barrier, parents resorted to utilizing trusted English-
proficient family members.

He didn’t mention my daughter’s condition was critical. I ended up 
getting upset when I realize the interpreter wasn’t saying exactly 
what the doctor was mentioning. (Somali-3)

Parents expressed how they were often overwhelmed 
by their medical experiences, feeling unprepared for what 
to expect. Lack of preparedness led to feelings of mistrust, 
especially when parents perceived that information was 
being withheld or misrepresented. Similarly, lack of consis-
tent plans between the medical team contributed to parents’ 
lack of trust.

(F)or parents like me with children with these problems, that they 
need to explain to us what the future of our children will be, but 
they (need to) explain with better words. (Latin-American-2)

Theme 2. Compassionate Interactions 
Parents shared they were more trusting of staff when they 
experienced that staff cared about them, paid attention to 
their cultural and religious needs, provided quality care, and 
did not treat them poorly because of their race, ethnicity, or 
language. Caring connections eased parents’ feelings of fear 
about their child’s health, and feelings of alienation.

(The NICU nurse) was just so loving toward my daughter…and I 
knew that my daughter was in good hands. (Hmong-9)

Table 1. Demographic Characteristics of Participants and Their Children

 Parents
Total 

(n = 26)
Somali 
(n = 8)

Hmong 
(n = 10)

Latin 
American 
(n = 8)

Age, median years (range) 38 (26-62) 39 (28-53) 37 (26-62) 38 (27-46)
Gender, % female 96 100 90 100
Method, %

Focus group 81 75 90 75
Individual interview 19 25 10 25

Highest education, %
None and primary school 8 0 10 12
High school 50 75 10 75
College and graduate degree 42 24 80 12

English proficiency, %
Excellent/good 58 38 90 38
Fair/poor (limited English 

proficiency)
42 62 10 62

Religion, %
Animist 19 0 50 0
Christian-Catholic 15 0 0 50
Christian-Protestant 12 0 50 13
Muslim 31 100 0 0

Children

Current age category, %
Infant (<1 y) 23 26 10 38
Child (1-13 y) 57 50 60 62
Adolescent (14-21 y) 8 12 10 0
Adult (≥21 y) 12 12 20 0

Primary diagnosis category, %
Consequences of prematurity 8 13 0 12
Cardiac 15 25 10 12
Neurologic/cognitive impairment 35 38 40 26
Renal 11 12 10 12
Genetic condition 23 4 30 26
Cancer 8 0 10 12

Technology dependent, % yes 38 50 40 25
Hospitalized last 6 months, % yes 54 88 40 38
Received palliative care, % yes 27 50 20 25
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PARENTS’ PERSPECTIVES ON PEDIATRIC SERIOUS ILLNESS CARE

Parents felt grateful when staff expressed caring with 
respect to their cultural and religious traditions. Parents 
struggled with maintaining their cultural and religious tradi-
tional healing practices in the face of highly technological 
modern medicine. Acceptance of the role of traditional heal-
ing improved parents’ trust in the health care team.

By the time the nurse wheeled me to the NICU the Quran was 
already playing. This was one of the best feelings I have ever experi-
enced. (Somali-1)

Some parents recalled how staff expressed negative atti-
tudes toward them, acted disrespectfully, disregarded their 
cultural and religious practices, or spoke abusively to the 
child. Parents described their experiences with racism that 
contributed to their mistrust of health care clinicians and 
their concerns about quality care. Some parents pointed 
to poor communication, poorly trained interpreters, and 
inadequate time with staff as being due to racism. Others 
expressed fears of medical experimentation, medical errors, or 
poor quality of care occurring because of racism.

Many times, we feel alone or not listened to, like you did not exist, 
because of our language or our race. (Latin-American-2)

Theme #3. Respected Parental Advocacy 
Parents felt that staff trusted them when staff listened to them 
and sought their wisdom as knowledgeable caretakers. Many 
parents expressed that they knew their child best, including 
their baseline, needs, and responses to treatments. When 
staff did not consider their input, parents felt disrespected, 
unheard, and frustrated, which contributed to conflicts.

Doctors should step back and listen to parents…I wish doctors 
would remember that they are not the parents. (Somali-2)

Including parents in shared decision making in both minor 
and major decisions engendered trust among the parents. 
Some parents expressed that the health care team often 
has an “agenda” for decision making that excluded parental 
preferences.

The doctors should listen to parents because the parents see the 
kids more than the doctors, (should) ask for parents’ thoughts using 
shared decision-making tools to make decisions. (Somali-5)

Parents advocated for their children’s needs in many 
ways, from educating the medical team to accepting or 
refusing recommended treatments. Parents’ ability to advo-
cate was variable; some parents felt more empowered as 
they gained experience with their child, their child’s medical 
needs, navigating the health system, and having relation-
ships with staff. Participants with higher education and 
excellent or good English skills also reported being better 
able to ask for help, obtain information, navigate the sys-
tem, manage disagreements, and stand up for their chil-
dren’s needs.

I think once you start to be okay in the situation and you start find-
ing resources and you start to advocate, then…the staff see that…
and they start to respect you in that aspect too. (Hmong-4)

Some parents expressed concern that there could be 
repercussions for their child’s care if they disagreed too 
strongly. Parents described the need to moderate their dis-
agreement to prevent negative responses from clinicians.

Many Hmong parents are very afraid 
to speak up because they think ‘if I 
offend the doctor, the doctor will not 
give my child the best medicine or 
they will not treat her well if I upset 
them…’ (Hmong-5)

Parents asked for assistance, eg, 
social workers to deal with social-
emotional needs, staff members to 
communicate with extended family 
members, patient advocates to medi-
ate parent-staff conflicts, cultural 
brokers to address unmet cultural 
needs, and parent-support groups 
to learn from other parents facing 
similar issues.

Recommendations
Table 2 contains recommendations 
for individual staff members, institu-
tions, and the health care system that 
addresses parents’ desires for change, 
related to the 3 main themes.18-26

Figure 1. Interrelated themes contributing to enhancing 2-way trusting 
respectful relationships.

Parental 
advocacy

Medical staff hears parents’ 
wisdom as primary advocates 
in decision making and listens 

to families’ speci� c needs

Parents and medical staff 
both advocate in pursuit 
of ensuring caring and 
quality medical care

2-Way trusting 
relationship 

between parents 
and medical staff

Informed 
understanding

Parents and medical staff clearly communi-
cate to foster mutual understanding, express 

care, and reinforce why shared decisions 
make for quality medical care

Compassionate 
interactions
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DISCUSSION
This study elicited the experiences of Somali, Hmong, and 
Latin-American parents of children with serious illness uti-
lizing a CBPR approach with language and culturally con-
cordant researchers. We identified that parents’ overarching 
desire for health care was having 2-way trusting and respect-
ful relationships with health care providers. Parents from 
all 3 ethnic communities described contributors to 2-way 
trust: informed understanding (being prepared), compas-
sionate interactions (being cared for), and respected parental 

advocacy (being heard). Our results confirmed the challenges 
faced by all parents of children with serious illness within 
a complex health care system.27-29 Additional challenges in 
these 3 communities were language barriers, underlying mis-
trust in clinicians and the system, and historical and current 
experiences with racism.30

Communication and 2-Way Trust
Parents’ understanding of medical diagnoses and treatments 
and being prepared to take care of their children with serious 

Table 2. Recommendations for Health Care Staff and Health Care Systems

Themes Parents Want To…

Recommendations for:

Health Care Staff Health Care Systems

Informed 
understanding

Understand their child’s 
illness and medical plan

Understand with quality 
interpretation

• Be patient

• Speak in clear terms and do not use medical jargon

•  Ask about understanding and clarify any 
misunderstandings/misconceptions

• Be sensitive to emotional words/topics

• Allow time for processing and emotional responses

• Include other family members as needed

For LEP Parents

•  Use interpreters for all medical conversations with LEP 
parents

• Use in-person interpreters as much as possible

•  Train staff in communication with 
clear simple English and support-
ive images, in patients’ preferred 
language

•  Ensure access to professional inter-
preter services (in-person preferable 
to remote)18,19,20

Be prepared •  Express what is known, what is not known, and what 
the proposed plan will be

• Explain breadth of options

•  Provide medical explanations to family members as 
needed

•  Ensure that staffing and time avail-
ability reflect commitment to provide 
for patient-centered care

•  Establish processes to explain the 
health care system and everyone’s 
roles

Have consistent team 
plans

• Optimize continuity of communication

• Promote intra-medical team communication

•  Utilize staffing models that promote 
continuity of care21,22

Compassionate 
interactions

Feel cared about •  Express caring both verbally and through nonverbal 
interactions

• Get to know the patient and family

• Allow time for processing and emotional responses

• Be sensitive to emotional words/topics

 

Feel culturally and reli-
giously respected

•  Avoid generalizations or stereotypes about culture 
given variations within communities

•  Recognize, respect, and respond to cultural traditions 
and role of spirituality in how parents experience ill-
ness and healing

•  Support parents’ access to religious/culturally relevant 
support services

•  Train staff in cultural humility, 
working with diverse communities’ 
cultural and religious beliefs, and 
societal conditions23,24

Feel safe, and not dis-
criminated against

•  Know that parents may be wary of power imbalances 
and be vulnerable to feeling they are being discrimi-
nated against

• Acknowledge mistakes/errors

•  Train staff about racism and implicit 
biases23,24

continues

LEP = limited English proficiency.
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illness improved trusting relationships. Consistent with prior 
studies on parents of children with serious illness,12 we found 
barriers to informed understanding including insufficient, 
inaccurate, and unclear information, the overuse of medi-
cal jargon, and information being given with little oppor-
tunity for questions or discussion. These barriers and their 
impact on 2-way trust were particularly evident among LEP 
participants.

Language barriers perpetuate health inequities across the 
spectrum of care from decreased access to services, decreased 
utilization of preventive care services,31 and increased risks 
of error, misdiagnosis, and adverse events.32,33 There is ample 
evidence that the use of professional interpreters improves the 
quality of care for LEP patients, resulting in higher patient 
satisfaction,34 fewer errors in communication,35 reduced 
disparities in utilization of services,36 and improved clinical 
outcomes37 when compared with nonprofessional or no inter-
preter. Despite these proven advantages, LEP parents in our 
study consistently expressed concerns that interpreters hin-
dered 2-way trust in the health care team. While some par-
ents preferred trusted family members as interpreters, studies 
have shown risks in utilizing nonprofessional interpreters, 
including misinterpretation and increased conflict between 
families and health care providers.38 High quality professional 
interpreters provide a necessary link to establishment of 
2-way trust between health care providers and LEP families.

Compassion and 2-Way Trust
Overall, caring and compassionate interactions with the 
health care team facilitated 2-way trust. Attention to patients’ 
religious, spiritual, and cultural needs in the context of their 
child’s illness instilled a sense of trust from families that their 
child would be well cared for. On the contrary, parents’ expe-
riences of racism in the health care system increased their dis-
trust in individuals and the system. Parents’ social attributes, 
such as low socio-economic status, inadequate insurance, 
or LEP, may have increased their vulnerability to the power 
imbalance between themselves and medical staff.

Racism is a key cause of health inequities through its con-
tribution to poor access to health care, lower quality of care, 
increased health risks, and poor health status for marginal-
ized communities.39 The literature demonstrates a measurable 
impact of racism, such as reported by our participants, on 
health care delivery and health outcomes.40 These parents’ 
experiences with racism are consistent with studies of people 
from diverse backgrounds in various health care settings,41 
reinforcing that interventions and policies aimed at minimiz-
ing bias and discrimination in the health care setting are cru-
cial to health equity.

Advocacy and 2-Way Trust
Parent participants highlighted that when they were heard 
and they felt respected as experts, 2-way trusting respectful 

Table 2. Recommendations for Health Care Staff and Health Care Systems (continued)

Themes Parents Want To…

Recommendations for:

Health Care Staff Health Care Systems

Respected 
parental 
advocacy

Be heard for parental 
wisdom

• Listen to and respect parents’ knowledge of their child

• Respect parental need for involvement and advocacy

• Be open to alternative ideas presented by parents

•  Train staff to respect parents as part-
ners in care for children

Be respected for authority 
to make decisions

• Find common ground

•  Ensure a shared decision-making approach including 
all desired decision makers

•  Train staff on shared decision making

Not be harmed after 
advocating

•  Recognize parents’ fear that speaking up may harm 
their relationship with staff and result in poor care

•  Train staff to respect parents as part-
ners in care for children

Have continuity in medi-
cal care

• Reinforce processes that support continuity

• Explain current providers’ roles, and

•  Communicate with/involve primary clinician, refer 
back to their primary clinician

•  Utilize staffing models that promote 
continuity of care 

Receive support • Refer to social services

• Refer to parental support groups

• Refer to palliative care when appropriate

• Involve spiritual care for patients and families

•  Create processes to connect parents 
with social support systems that 
address unmet health care needs

•  Create processes to connect parents 
with other parents with similar lived 
experiences25

•  Provide cultural navigators to help 
remove and reduce barriers26

LEP = limited English proficiency.
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relationships were improved. Parents of children with chronic 
and serious illnesses become experts in their child’s care, as 
they learn and advocate for their child within the medical 
system,42 and continued advocacy allows parents to develop 
greater self-confidence as they learn new skills.43 In the 
existing literature as well as our study, parents report feel-
ing unheard or being dismissed in the clinical setting44 and 
report a desire for staff to regard, respect, and trust them as 
experts.45 Parents of children with serious illness, similar to 
parents in our study, must balance their need and desire to 
advocate as experts on their child with their concern of being 
perceived as adversarial.45

Patient trust in health care clinicians is well researched. 
Characteristics of clinicians that correlate with trust include 
patient-centered communication, showing empathy and com-
passion, and providing high quality care.46 Our study adds to 
this knowledge base by identifying clinician trust in parents 
as a key contributor to parent trust in health care providers. 
Two-way trust could contribute to improved communica-
tion, understanding, shared decision making, and health care 
outcomes.46 Our study affirms that clinician behaviors that 
engender trust, such as active listening and questioning, col-
laboration, and shared decision making, is especially impor-
tant for parents from ethnically diverse communities.

Interconnections
The 3 major components of 2-way trust are interconnected, 
with each aspect impacting the others. Studies show that 
clinician behaviors such as patient-centered communica-
tion, showing empathy and compassion, and providing high 
quality care,45,47 engender trust. Our study affirms these are 
important for parents from ethnically diverse communities 
and adds to this knowledge base by identifying clinician trust 
in parents as a key contributor to parent trust in health care 
providers. Two-way trust has been speculated to contribute 
to improved communication, understanding, shared decision 
making, and health care outcomes.48 The recommendations 
in Table 2 are intertwined also, so that if 1 recommendation 
improves an aspect of trust, it may improve other aspects of 
trust. For example, improving parent-child-staff continuity 
could improve parents’ understanding, sense of caring, and 
confidence in advocating, which then would improve 2-way 
trusting relationships. Studies have shown that patient-clini-
cian continuity is an important contributor to trust.49

Limitations
This study had several limitations. The small sample pre-
cluded analyzing by variations in parents’ characteristics (gen-
der, race/ ethnicity, religion) and parents’ experiences based 
on the child’s condition (diagnoses, treatments, and length 
of time since diagnosis). Additionally, our conducting both 
focus groups and individual interviews may have influenced 
our data, given that people may express their experiences dif-
ferently in group settings than in individual interviews. As a 
qualitative study in 1 metropolitan area, these results cannot 

be generalized to parents from all SHL communities, living 
in other states, and interacting in other health care systems. 
Nonetheless, this formative qualitative study with a purposive, 
criterion-based, stratified sampling included parents from 
diverse socioeconomic, educational, and experiential back-
grounds, and yielded coherent themes from 3 diverse commu-
nities of shared desires for improved parent-staff relationships.

CONCLUSION
This study identifies recommendations to health care clini-
cians and institutions to improve the health care experiences 
for parents of children with serious illness from the SHL 
communities. Recommendations center on improving pro-
cesses that increase informed understanding, compassionate 
interactions, and respect parental advocacy, which support 
parents’ desires for trusting and respectful 2-way relationships 
between parents and medical staff. Our findings highlights the 
potential to improve health care processes that enhance rela-
tionships, which could benefit all children. These processes 
should include both individual and system-level interventions 
driven by community voices, such as the parents in our study.

 Read or post commentaries in response to this article.
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