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Purpose: To identify the difficulties and burdens related to the experience of caring for children.
Methods: A phenomenological approach was used in this qualitative study. Semi-structured and adolescents with idiopathic nephrotic 
syndrome (INS) in mainland China. Interviews lasting 35–90 minutes were conducted with 13 parental caregivers of youth with INS. 
The Colaizzi’s analysis was used in data analysis.
Results: The mean age of parental caregivers was 40.3 ± 6.1 years, and the average caregiving year of 3.2 ± 3.3 years. Most INS 
patients were male (69.2%), had a mean age of 7.6 ± 4.2 years. Based on the analysis of the data, five major themes emerged. These 
were: persistent emotional burden; neglected physical burden; overwhelming financial burden; absence of social support system and 
burden related to loss of normal life.
Conclusion: Health professionals must develop strategies to provide stage-by-stage, targeted health education and psychological 
support services to parental caregivers of INS youth in China. The government must subsidize routine medications and frequent 
hospitalizations to minimize the financial burden on parental caregivers of INS youth. Moreover, anti-discrimination policies must be 
established to protect caregivers from explicit discrimination in public places.
Keywords: caregiver, burden, idiopathic nephrotic syndrome, youth

Introduction
Nephrotic syndrome (NS) in children is characterized by the triad of hypoalbuminaemia, oedema, and proteinuria.1 

Idiopathic nephrotic syndrome (INS) accounts for about 90% of childhood NS, which is one of the most common chronic 
glomerular diseases affecting 1.15 to 16.9 per 100000 children.2,3 Based on data from 37 collaborating hospitals in 
China, INS accounted for approximately 20% of all youth hospitalized for urological diseases during the same period.4 

Many youth with INS will achieve complete remission with an initial course of steroid therapy, but over 80% will 
relapse.5 These patients usually require immunosuppressive agents or steroid-sparing agents to minimize relapses.6 

Complications, either of treatment or secondary to the disease, are extremely common.7 Previous studies have shown that 

Journal of Multidisciplinary Healthcare 2023:16 3749–3759                                               3749
© 2023 Hu et al. This work is published and licensed by Dove Medical Press Limited. The full terms of this license are available at https://www.dovepress.com/terms.php 
and incorporate the Creative Commons Attribution – Non Commercial (unported, v3.0) License (http://creativecommons.org/licenses/by-nc/3.0/). By accessing the work 

you hereby accept the Terms. Non-commercial uses of the work are permitted without any further permission from Dove Medical Press Limited, provided the work is properly attributed. For 
permission for commercial use of this work, please see paragraphs 4.2 and 5 of our Terms (https://www.dovepress.com/terms.php).

Journal of Multidisciplinary Healthcare                                                 Dovepress
open access to scientific and medical research

Open Access Full Text Article

Received: 22 March 2023
Accepted: 21 November 2023
Published: 2 December 2023

Jo
ur

na
l o

f M
ul

tid
is

ci
pl

in
ar

y 
H

ea
lth

ca
re

 d
ow

nl
oa

de
d 

fr
om

 h
ttp

s:
//w

w
w

.d
ov

ep
re

ss
.c

om
/

F
or

 p
er

so
na

l u
se

 o
nl

y.

http://orcid.org/0000-0003-3946-5713
http://orcid.org/0000-0003-0856-2318
http://www.dovepress.com/permissions.php
https://www.dovepress.com/terms.php
http://creativecommons.org/licenses/by-nc/3.0/
https://www.dovepress.com/terms.php
https://www.dovepress.com


INS negatively affects the psychological well-being, personal and social growth of youth, as well as reduces the quality 
of life of youth and their families.8–10

Caregivers play a crucial role in the long-term care of youth with INS. Most youth with INS are unable to self- 
manage their disease, and depend heavily on their parental caregivers for disease management.11,12 Continuous 
proteinuria monitoring, supervising medication, and critical treatment-related decisions are frequently performed by 
parental caregivers.13 Meanwhile, parents are required to deal with frequent follow-up visits to the hospital, school 
challenges, and dietary restrictions.14,15 These responsibilities are challenging as well as stressful for parental 
caregivers.

Being a parental caregiver of INS is mentally stressful due to fears of relapse. A cross-sectional study in China on 
parental caregivers showed that parental caregivers of youth with NS were anxious in 67.37% of cases and depressed in 
68.42% of cases,16 which is similar to the prevalence of parental depression in youth with NS (67.82%) reported by 
Zhang et al.17 Moreover, NS is a chronic disease that requires long-term treatment, and the high medical costs aggravate 
the psychological pressure on parental caregivers, and even more so the financial burden on them.18 The negative effects 
experienced by parental caregivers can accumulate over time and adversely affect their quality of life and well-being, 
leading to caregiving stress. Dong et al found that parents of NS youth have a lower health-related quality of life 
(HRQOL) compared with controls.19 The parents’ health status influences the progression and recovery of the disease.20 

Understanding the burdens experienced by parental caregivers of INS youth may greatly help parents adapt to the role of 
caregivers, and achieve optimal health outcomes for patients with INS.

Despite the recent increase in research investigating caregiver burdens for youth with chronic diseases, the nature of 
the burden experienced by parental caregivers of INS youth remains largely unexplored. Most current research in China 
focuses primarily on quantitative studies of the HRQOL,21 coping style,22 and psychosocial state of INS patients and 
their parents.23 Qualitative research defines people and cultures deeply and attempts to uncover the meaning, events, 
processes, understandings, and understandings that individuals attribute to reality.24 As a result, this study sought to 
explore the burdens and difficulties faced by parental caregivers of youth with INS and to present in-depth data on their 
thoughts and feelings on this issue. In turn, these insights may guide service development towards a less burdensome and 
more family-friendly model of care for children and adolescents with INS.

Methodology
Study Design
The purpose of this study was to investigate the lived experiences of parental caregivers of INS youth and to understand 
their difficulties and burdens by utilizing a qualitative phenomenological design. A semi-structured, telephone or face-to- 
face interview was conducted with parental caregivers in mainland China.

Study Participants
A purposive sampling approach was used to recruit participants in this study, through the deliberate selection of 
participants based on inclusion criteria, until saturation of themes had occurred. As a phenomenology study involved 
a small number of subjects, the recruitment aim was to recruit 10–15 participants for one-to-one interviews.25 The 
participants were recruited from caregivers attending visits with INS patients assessed or hospitalized in the Nephrology 
Department of Shanghai Children’s Hospital, Shanghai Jiao Tong University from May 2022 to November 2022.

To be eligible for participation in the study interview, INS parental caregivers were required to (i) be the father or 
mother of a child 18 years of age or younger with diagnosed INS,26 and (ii) be a primary caregiver during at least 3 
months of continuous care for a child being treated for INS during this period. INS parental caregivers were considered 
ineligible to participate in interviews if (i) the child with INS also experienced chronic diseases or other significant 
comorbidities; (ii) the child with INS was considered to require immediate treatment or medical care and the study could 
pose an undue burden on the patient or caregiver; (iii) the INS parental caregiver was unable to communicate fluently 
with the researcher in the Chinese language.
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Data Collection
Prior to the interviews, demographic data were collected, including the length of care, which was defined as the total 
number of months that parental caregivers devoted to caring for INS youth.

Pilot interviews were carried out among three parental caregivers to check interview questions. The interview 
questions were not modified. As part of our interviewing process, we encouraged interviewees to provide more 
clarifications and clear interpretations in the event of any ambiguity. Participants’ willingness and preparedness 
determined the duration of each interview. Each interview lasted between 35 and 90 minutes, and the sessions were 
recorded using a voice recorder. We conducted the interview in Chinese using semi-structured questions, and the 
interview guide was shown in Box 1.

Data Analysis
The audio recordings of the interviews were transcribed into text within 24 hours of the end of the interviews without any 
modification or deletion of the recorded content to ensure the authenticity of the data and were imported into NVivo 11.0 
software for collation and analysis. Colaizzi’s 7-step phenomenological analysis method was used to analyze the data.27 

In order to avoid errors, data was analyzed independently by three researchers. The researcher transcribed the audio 
recordings of the interviews and reviewed each transcript repeatedly to gain a comprehensive sense and understanding of 
the entire transcript. All researchers extracted important and meaningful statements respecting the phenomenon from the 
transcripts. Relying on differences and similarities, categories and subcategories were then identified through mutual 
discussion and shared views. All emerging categories were defined in an integrated context. Discrepancies in categories 
and subcategories, as well as overestimated or misused categories, were resolved by consensus. The final structure of the 
study was based on the agreement categories. Using member checking, the findings of the study were validated. The 
researchers sent the descriptive results to the participants for verification.

Ethical Considerations
In accordance with the requirements of the Declaration of Helsinki, this study was conducted. The study was approved 
by the Ethics Committee of Shanghai Children’s Hospital, Shanghai Jiao Tong University. The approval number was 
2022R133. Participants in the study provided written informed consent. The informed consent of participants included 
the publication of anonymized responses. All participants agreed to the use of their data for academic and analytical 
purposes.

Results
Demographic Characteristics
Saturation was reached when 13 INS parental caregivers completed interviews. Tables 1 and 2 present the demographic 
data of the 13 parental caregivers and their children with INS who took part in the study. As shown in Table 1, the 
majority of caregivers were female (11, 84.6%), employed (7, 53.8%), living in rural areas (10, 76.9%), married (13, 
100%) and educated to college or above (5, 38.5%). The mean age of parental caregivers was 40.3 ± 6.1 years, with 
monthly incomes of between CNY (Chinese Yuan) 5000 and CNY 10000 per capita, and the average caregiving year of 

Box 1 Interview Questions

Could you please talk about the situation when your child was diagnosed with idiopathic 
nephrotic syndrome and your feelings at that time?

How have your feelings changed from the time your child became ill to now?

Tell me about your financial situation in caring for your child?
How has your social life been since your child’s diagnosis?

How has your health been since your child’s diagnosis?

What goes into the day-to-day care of the child at home?
Do you encounter any difficulties or burdens in caring for your child?
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Table 1 Demographic Characteristics of the Parental Caregivers of INS Youth Interviewed

ID Relationship Age 
(Year)

Living Area Marital Status Employment Status Education Monthly per Capita 
Family Income 
(CNY/Month)

Size of the 
Family

Care 
Years

1 Mother 46 Rural living Married Employed High school 5000–10,000 4 10

2 Father 34 Rural living Married Employed High school <5000 4 9
3 Mother 43 Rural living Married Unemployed Secondary school 5000–10,000 4 0.3

4 Mother 49 Rural living Married Employed High school <5000 4 7

5 Mother 39 Urban living Married Employed College or above >10,000 3 1
6 Mother 50 Rural living Married Unemployed Secondary school <5000 4 3

7 Father 40 Rural living Married Employed High school 5000–10,000 4 2
8 Mother 42 Urban living Married Unemployed College or above 5000–10,000 3 1

9 Mother 33 Rural living Married Employed College or above 5000–10,000 3 2

10 Mother 36 Urban living Married Employed College or above >10,000 4 3
11 Mother 34 Rural living Married Unemployed College or above 5000–10,000 3 0.8

12 Mother 33 Rural living Married Unemployed Secondary school <5000 3 1

13 Mother 45 Rural living Married Unemployed Primary school <5000 4 2

Abbreviation: INS, idiopathic nephrotic syndrome.
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Table 2 Demographic Characteristics of Children and Adolescents with INS

ID Gender Availability 
of Medical 
Insurance

Age at 
Diagnosis 

(Year)

Current 
Age 

(Year)

Duration 
of Illness 

(Year)

Pathological 
Type

Steroid 
Responsiveness

Oral Medications

1 Male Yes 3 13 10 MsPGN SRNS Prednisone, Tacrolimus, Losartan Potassium Tablets, Huaiqihuang Granules, Calcium 

Supplement with Vitamin D Chewable Tablets, Vitamin D Drops
2 Male No 3 12 9 MCNS SRNS Prednisone, Tacrolimus, Losartan Potassium Tablets, Spleen Aminopeptide Oral 

Solution, Calcium Supplement with Vitamin D Chewable Tablets, Diltiazem, 

Bifidobacterium
3 Male Yes 14 14 0.3 MPGN Not applicable Prednisone, Tacrolimus, Mycophenolate Mofetil, Calcium Supplement with Vitamin 

D Chewable Tablets, Hydroxychloroquine Sulfate, Huangqi Granules, Spleen 

Aminopeptide Oral Solution
4 Female No 10 17 7 MPGN Not applicable Prednisone, Tacrolimus, Losartan Potassium Tablets, Huaiqihuang Granules, Calcium 

Supplement with Vitamin D Chewable Tablets, Valsartan Capsule
5 Male Yes 12 13 1 IgAN Not applicable Losartan Potassium Tablets, Huaiqihuang Granules

6 Male No 10 13 3 MCNS SRNS Prednisone, Losartan Potassium Tablets, Huaiqihuang Granules, Calcium Supplement 

with Vitamin D Chewable Tablets
7 Male Yes 6 8 2 MCNS SDNS Prednisone, Tacrolimus, Huaiqihuang Granules, Calcium Supplement with Vitamin 

D Chewable Tablets

8 Female Yes 6 7 1 MCNS SDNS Prednisone, Cyclosporine Capsules, Huaiqihuang Granules, Calcium Supplement 
with Vitamin D Chewable Tablets, Losartan Potassium Tablets

9 Male Yes 5 7 2 MCNS SRNS Prednisone, Cyclosporine Capsules, Huangqi Granules, Losartan Potassium Tablets, 

Calcium Supplement with Vitamin D Chewable Tablets
10 Female Yes 1 4 3 MCNS SRNS Prednisone, Spleen Aminopeptide Oral Solution, Losartan Potassium Tablets, 

Calcium Supplement with Vitamin D Chewable Tablets, Piperazine Ferulate

11 Male Yes 5 6 0.8 MCNS SSNS Prednisone, Huaiqihuang Granules, Calcium Supplement with Vitamin D Chewable 
Tablets

12 Male Yes 12 13 1 IgAN Not applicable Prednisone, Mycophenolate Mofetil, Huaiqihuang Granules, Calcium Supplement 

with Vitamin D Chewable Tablets, Losartan Potassium Tablets, Piperazine Ferulate, 
Amlodipine Besylate Tablets, Arolol Hydrochloride Tablets

13 Female Yes 12 14 2 FSGS SSNS Prednisone, Tacrolimus, Huaiqihuang Granules, Calcium Supplement with Vitamin 

D Chewable Tablets, Vitamin D Drops, Piperazine Ferulate, Bailing Capsules

Abbreviations: INS, idiopathic nephrotic syndrome; MsPGN, mesangial proliferative glomerulonephritis; MCNS, minimal change nephrotic syndrome; SRNS, steroid-resistant nephrotic; SDNS, syndrome steroid-dependence nephrotic 
syndrome; SSNS, steroid-sensitive nephrotic syndrome; FSGS, focal segmental glomerular sclerosis; IgAN, IgA nephropathy; MPGN, membranoproliferative glomerulonephritis.
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3.2 ± 3.3 years. INS patients were mostly male (9, 69.2%), had a mean age of 7.6 ± 4.2 years, had health insurance (10, 
76.9%), and the age of INS onset was 10.9 ± 3.9 years. The majority of the pathological type of INS patients had minimal 
change nephrotic syndrome (7, 53.8%), and most of them took prednisone (12, 92.3%).

Based on the analysis of the transcripts of interviews, five major emergent themes were identified consistently 
throughout the interview data. Table 3 summarizes all 12 minor sub-themes within these five themes. The themes/sub- 
themes are further characterized below.

Persistent Emotional Burden
Disastrous Emotional Experiences
After a child’s diagnosis, many parental caregivers frequently experience overwhelming emotions, such as hopelessness, 
fearfulness, shock, guilt, sadness, frustration, and a sense of impending disaster.

When the doctor took a look at my child’s lab report, he said it would be a lot of trouble to cure this disease, and I was feeling as 
if people were just sentenced to death. (Participant 3) 

At the time, we were scared by the diagnosis of idiopathic nephrotic syndrome and in a hopeless dilemma. (Participant 12) 

Continuous Worries About Relapses and the Future
All caregivers expressed anxiety about the repeated infections and relapses of INS. Worry and fear were mentioned many 
times and most parental caregivers lived with uncertainty and anxiety for years. They maintained a high level of mental 
stress over the child’s urine tests and affected the child’s daily activities. Moreover, they were concerned that patients 
would not be able to adapt to adult life.

He cannot strain himself and needs to rest. So I’m scared that she wouldn’t be able to find a job to support herself in the future. 
(Participant 4) 

Whenever he had a cold or cough, I was nervous about the appearance of proteinuria. (Participant 6) 

Table 3 Themes and Sub-Themes Emerging from Interviews with Parental Caregivers 
of INS Youth

Themes Sub-Themes

Persistent emotional burden
1. Disastrous emotional experiences

2. Continuous worries about relapses and the future

3. Overwhelming stigma
Neglected physical burden

1. Sleep disturbance

2. Decreased physical health
Overwhelming financial burden

1. Changes in economic sources
2. High cost of disease treatment

Burden related to loss of normal life

1. Loss of personal life
2. Disruption in normal family life

Absence of social support system

1. Reluctance to seek help
2. Inadequacy of family support

3. Information asymmetry between healthcare 

providers and patients

Abbreviation: INS, idiopathic nephrotic syndrome.

https://doi.org/10.2147/JMDH.S413677                                                                                                                                                                                                                                

DovePress                                                                                                                                         

Journal of Multidisciplinary Healthcare 2023:16 3754

Hu et al                                                                                                                                                               Dovepress

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://www.dovepress.com
https://www.dovepress.com


Overwhelming Stigmatization
When we evaluated the parents’ feelings of having a child diagnosed with INS, we found that the majority of them 
experienced self-stigma due to the effects of the disease. They were often treated discriminatorily in public places, and 
feared being judged by others.

Whenever I take my child to a public place, I always sterilize his hands before touching anything. But this action often draws 
strange looks from others. (Participant 3) 

Neglected Physical Burden
Sleep Disturbance
Children and adolescents with INS require frequent and prolonged care, which results in a loss of rest for parental caregivers. 
Parental caregivers also reported a lack of quality rest, as they were often concerned about relapses in their children. 
Moreover, as most parents described their caring responsibilities as a “24-hour job”2, rest was not seen as a privilege. The 
emotional and physical health of parental caregivers would be adversely affected by long-term sleep deficiency.

I doze off a lot on night shifts. I could only sleep 1–2 hours during the day before working night shift, I couldn’t sleep during 
the day and rarely fall asleep. Can’t have anything, can’t sleep if I have something, I’m a terrible daytime sleeper. (Participant 2) 

Decreased Physical Health
Parental caregivers were already facing a decline in health as they age. They face challenges such as headaches, back 
pain, weight loss, menstrual disorders and fever. Due to their involvement in the patient’s care, caregivers were unable to 
take care of themselves and attend to their own medical concerns.

I have frequent headaches, but I’ve been putting up with the pain and not going to the hospital. I don’t care about myself. 
(Participant 4) 

Since he has been ill, my periods have been a bit disrupted. (Participant 5) 

Overwhelming Financial Burden
Changes in Economic Sources
Caring for a child with INS usually requires round-The-clock care. Some parental caregivers reported that one parent 
gave up work and reduced working hours in order to provide adequate care for their children, which tends to reduce 
family income and further increase the financial strain on low-income and middle-income families.

It’s a chronic condition and his dad told me I couldn’t work anymore and had to stay home all the time to take care of him. So 
I’m quitting my job and staying home now, with all my thoughts on him. (Participant 3) 

High Cost of Disease Treatment
As expressed by most parents, caring for a child with a chronic disease is financially draining. A large part of caregivers’ 
financial burden is attributed to frequent hospitalisations and the cost of medications. Additionally, some high-cost 
medications are not covered by insurance. Parental caregivers stressed that they sacrificed their expenses and went to 
different doctors in order to take care of the patients.

We spent over 600,000 RMB on him. (Participant 1) 

Most of their medications contain immunosuppressants, such as tacrolimus or cyclosporin. They are not covered by insurance. 
(Participant 11) 
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Absence of Social Support System
Reluctance to Seek Help
The tendency for parental caregivers to ask for assistance was low. Fearing ridicule and gossip from others, parental 
caregivers often hide their child’s condition from others. When faced with challenges, doing it all on their own was 
considered more effective than dealing with unwanted rejection from others.

When the neighbours saw him, they would ask why the boy was lying there and said that the boy didn’t look good either, so 
they wondered if our boy was as sick as if he was very sick. (Participant 3) 

Inadequacy of Family Support
Kids are the hope of the entire family, particularly those who have only one child in China. It is devastating for a family 
when a child is diagnosed with INS. Family support is one of the most critical factors influencing caregiver stress, but 
inadequate family support systems are a common problem for parents of youth with INS. Parental caregivers took on 
most of the roles in caring for INS, yet some family members were not only uninvolved, but also unsupportive of the 
child’s parents’ caring behaviour.

My family didn’t understand, and there were a lot of family conflicts. In those six months, the child was hospitalised every 
month, so how could it not be tiring? I stayed at home for two days and still quarrelled every day. (Participant 10) 

Information Asymmetry Between Healthcare Professionals and Patients
Parental caregivers of youth with INS wanted to know details about medication, treatment effects, diet, and prognosis 
from healthcare professionals, but when they sought support or help from the healthcare professionals, the healthcare 
professionals did not have time to explain or rarely do.

I would love to ask the doctors and the nurses, but you guys are busy and I don’t know where to start. (Participant 4) 

Less salt, and I’m not sure if less salt means you can’t have any salt at all, or if you can set aside a little bit. (Participant 7) 

Burden Related to Loss of Normal Life
Loss of Personal Life
Caregiver’s personal life limited by multitasking, time-consuming care processes, and excessive dependence on patients. 
After the illness, most parental caregivers stated that they were unable to participate in many activities that they 
performed prior to the illness.

I couldn’t go out, I couldn’t do anything else, I just stay at home with him every day. (Participant 3) 

Disruption in Normal Family Life
After the diagnosis of INS, the pattern of daily life in the child’s family changes. As a result of their child’s unpredictable 
physical condition, parental caregivers reported difficulty attending “normal” activities outside the home. They often 
canceled family vacations due to concerns that their children may be infected. Moreover, parents of INS patients usually 
canceled family activities and went out less for fear of relapse.

As we were worried about our child getting infected during the trip, we decided not to travel until she was well enough. 
(Participant 8) 

Discussion
Parental caregivers of youth with INS are faced with a variety of challenges and difficulties when caring for a child with 
INS. In this study, the burden faced by parental caregivers in caring for their youth with INS generated five major themes, 
which included persistent emotional burden, neglected physical burden, overwhelming financial burden, absence of 
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social support system and burden related to loss of normal life. The analysis of burdens from the parental caregiver’s 
perspective can assist in consolidating family caregiving support systems and provide a basis for the development of 
public health policies and rational treatment measures.

As a result of our study, we found that parental caregivers of youth with INS were particularly vulnerable to 
emotional burden after the diagnosis of their child. These stressors manifested themselves as memories of negative 
emotions that led to emotional distress, including hopelessness, shock, guilt, sadness, frustration. These findings are 
similar to other chronic disease studies showing symptoms of post-traumatic stress disorder in caregivers.28,29 Besides, 
the main emotional burden experienced by parental caregivers of INS youth was worry, which was related to the frequent 
relapses of the disease. Frequent relapses led to a strong sense of uncertainty among the parents of INS youth, and 
increase the risk of complications such as thrombosis, infections, malnutrition and dyslipidaemia.6 This observation in 
agreement with previous studies, which may adversely affect the health and physical and psychological well-being of 
parent caregivers and the INS youth they care for.30,31 Therefore, healthcare professionals should provide parental 
caregivers with stage-by-stage, targeted health education based on the actual condition of the child, and encourage 
parental caregivers to actively participate in treatment and care, so as to reduce the emotional and physical burden.

Regardless of their income levels, parental caregivers experienced heavy financial burden due to frequent hospitalizations and 
high medication costs. Although most patients had valid health insurance, many immunosuppressive agents and biologic agents 
were not covered by medical insurance. Moreover, even though parental caregivers of youth with INS face financial hardship, our 
study revealed that most families only had one income-earning member who was working. It has been shown in similar studies 
that parental caregivers and their families suffer greater financial losses and burdens as a result.32 The burdensome financial stress 
has a significant impact not only on the functioning of the family, but also on the quality of life of the parental caregivers, 
ultimately resulting in a reduction in the caregiver’s ability to care. Most parental caregivers stated that INS should be recognized 
as a disease of public health concern and the government should provide subsidies for routine medication and frequent 
hospitalizations. Similar findings have been reported in other studies.18,33 Liu et al stated that the government should help the 
disadvantaged groups to overcome their difficulties by establishing relevant laws and regulations.34

The absence of social support and relative social isolation of parental caregivers, particularly those who left jobs to 
serve as primary caregivers, was also reported in this study. In agreement with findings in other chronic diseases,35 our 
study demonstrated that stigmatization led parental caregivers to avoid social activities and social contact. Family stigma 
is prevalent in Chinese culture, which makes it even more difficult for parental caregivers of chronic diseases.36 In order 
to avoid feeling shameful and embarrassed, parental caregivers of INS youth avoid seeking assistance, further com-
pounding the social burden on caregivers. The government should implement anti-discrimination policies and raise the 
level of public awareness through social media to ensure that patients and their parental caregivers are protected from 
explicit discrimination in public places. Moreover, limited family social activities and the absence of support systems 
increased the stress of parental caregivers caring for youth with INS. The stress of caring is exacerbated when the 
caregiver was in conflict with a spouse or other family member. As the care responsibilities are concentrated on a few 
family members or one primary caregiver, broken families or families with fewer members would encounter greater 
stress and burden. Meanwhile, in comparison with other developed regions, China lacks nephrology nurses in kinder-
gartens, primary schools, and secondary schools.37 Thus, to improve the social support system for youth with INS, we 
propose, as a healthcare system, to selectively learn from the successful experiences of other countries, and to gradually 
implement training for school personnel and other personnel who interact with youth with INS.

Our study showed that there was an information asymmetry between healthcare providers and patients. Some 
participants expressed little confidence with their INS management and did not understand the disease. Cao et al have 
reported similar findings.38 As a consequence of inadequate parental knowledge on the disease course, early detection of 
relapse in youth may be delayed, leading to a delay in treatment.39 In the early stages of a diagnosis, it is critical to 
provide adequate information to parental caregivers and maintain good communication with them. It helps parental 
caregivers recognize potential problems in the future and reduce their burden of care.40 Consequently, medical staff 
should regularly conduct educational lectures and distribute knowledge brochures to raise parents’ awareness of the 
disease. When youth are discharged from the hospital, medical staff should patiently explain the precautions to be taken 
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in activities, rest and medication, and give parental caregivers as much psychological support as possible to improve their 
confidence and provide a guarantee for long-term efficacy and prognosis.

Limitations
There are also limitations to this study. First, it should be noted that our results reflect only the perspective of the parental caregiver 
and are not accompanied by that of the patient. Perhaps independence does not reduce the overall burden of care, but rather 
transfers it to the patient. Second, most of the parental caregivers included in our study were female. Therefore, it is important to 
interpret the findings with caution. Third, in the process of translating Chinese to English, two bilingual experts who participated in 
the data analysis performed multiple checks to ensure that the translations were accurate. Due to cultural and linguistic differences, 
however, there is a possibility that subtle differences in the original linguistic expressions may have been lost.

Conclusion
Parental caregivers of INS youth encounter difficulties and burdens in caring for their children, such as persistent emotional 
burdens, heavy financial burdens and lack of social support. These hardships are linked with social isolation, high cost of 
disease treatment, information asymmetry, changes in economic sources, and disruption in normal family life. In spite of these 
burdens, there is no targeted intervention available to assist parental caregivers of youth with INS in China. By characterizing 
these common experiences, we can better prepare medical staff to support parental caregivers of INS youth as they adjust to 
medical management of INS at different stages, thereby improving their disease management capabilities.
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