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Abstract
Aim: Identifies and evaluates all studies and instruments devised to measure quality of life (QOL) in children with
gastrointestinal or hepatic diseases.

Methods: Using MEDLINE, EMBASE, CINAHL, and PsycINFO, pertinent articles published by the end of 2005 were
identified through a search of the literature. These were examined by the two authors, and data were extracted using a
standardized form. Articles were excluded if no attempt was made to measure QOL, if they did not pertain to minors 17
years of age, if they did not pertain to gastrointestinal or liver diseases, or if they were reviews. Identified quality of life
instruments were evaluated based on proposed criteria.

Results: Following the first search, a total of 2379 publications were located; however, following the exclusion of 2309,

only 70 research were considered for inclusion. These were classified as having one of the following conditions:

inflammatory liver disease, numbering seven. These studies discuss the effects that bowel disease, with a sample size of n

= 17, cystic fibrosis, with a sample size of n = 20, and surgery, with a sample size of n = 15, have on the quality of life of
children who are afflicted with these conditions. Only five of these condition-specific quality of life instruments and one
general instrument with a chronic disease module were found to meet the specified quality standards, hence, only five of
these instruments may be recommended for use in the future.

Conclusion: Chronic gastrointestinal and liver illnesses can severely impact QOL for patients and their families. Several

disease-specific paediatric QOL tools have been validated. Clinical practice and treatment evaluation should include
quality of life. Research should focus on improving QOL in seriously handicapped youngsters.

Keywords: Pediatric quality of life, gastrointestinal disease, liver disease, quality of life’s instrument, pediatric chronic
disease
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BACKGROUND

According to the World Health Organization, health is "a state of complete physical, mental, and social well-being and
not merely the absence of disease or infirmity".! Quality of life is a term used to describe a person's overall health. This
encompasses all emotional, social, and physical aspects of a person's existence. When used in the context of medicine, the
term is referred to as "Health-Related Quality of Life (HRQOL)".!

Approximately 12% of children and adolescents have abdominal pain predominant functional gastrointestinal diseases
(AP-FGD).? Even though AP-FGD are not life-threatening, they are chronic and troublesome disorders that can have a
significant impact on the lives of children who are affected. HRQoL becomes an essential objective measure of health
status among children with AP-FGD in the absence of biological measures of disease activity. One study examined
HRQOL and healthcare consultation among Sri Lankan 13—18-year-olds with abdominal pain-predominant functional
gastrointestinal illnesses. AP-FGD children exhibit considerably worse HRQoL ratings for physical, emotional, social,
and school functioning.?

Also, pediatric patients with liver disease and their parents had a poorer QoL than healthy children and parents. Cirrhosis
lowers QoL in juvenile chronic liver disease patients.* 80 children with autoimmune hepatitis had worse physical,
emotional, and school QoL than a healthy control group, according to Bozzini et al.’ Tehranian et al. found worse health-
related QoL in 55 chronic liver disease children than healthy controls.® Psychosocial health was most impaired in children
chronic liver disease patients older than 10. Therefore, symptomatic alleviation, liver damage prevention, and
psychological support in adolescents throughout long-term follow-up will improve patients' health-related QoL.*

Interviews or validated instruments, typically questionnaires, can be utilized to assess quality of life. Instruments for
measuring quality of life can be disease-specific or generic. Generic instruments provide a comprehensive assessment of
the child's QOL, while disease-specific instruments focus on issues related to a particular illness. Generic instruments can
be used on healthy patients as well as those with any illness. Disease-specific instruments may be more sensitive to detect
significant changes and include QOL components that are relevant to the patient population in question. Identifying
problem-specific situations for individual children makes patient/treatment matching easier. DISABKIDS and
KIDSCREEN are useful cross-cultural tools for measuring HRQoL in children and adolescents with chronic diseases.
HRQOL instruments in public health surveys allow researchers to track population health over time, identify subgroups
at risk of poor HRQOL, and evaluate public health interventions in a given population.”’

Methods

We conducted a literature search using MEDLINE, EMBASE, CINAHL, and PsycINFO. The purpose of the search was

to identify, up until the end of 2005, all publications addressing QOL in minors with gastrointestinal and hepatic diseases.

We adapted Eiser and Morse's® search strategy, but instead of searching for chronic diseases, we looked for gastrointes-

tinal and liver diseases. This strategy was used to search MEDLINE and was modified for the other databases.

1. "quality of life" OR "satisfaction" OR "happiness" OR "health status" OR "well-being"

2. Mesh/explode all subheadings with "quality of life"

3. #10OR#2

4. infant OR child, preschool OR child OR adolescents

5. "infant" mesh or exploded all of the subheadings

6. Make all subheadings mesh with or erupt under the headline "child, preschool"

7. Replace/explode all subheadings with "child"

8. "adolescent" should mesh/explode with all subheadings.

9. #4OR#50R#60R#7OR#8

10. gastrointestinal disease OR (gastr* reflux) OR esophag OR oesophag* OR gastr* OR ulcer OR Hirschsprung OR
intussusception OR (inflammatory bowel disease) OR crohn* OR intolerance OR malabsorp* OR celiac OR coeliac
OR diarrh* OR constipat* OR (cystic fibrosis) OR pancrea* OR liver OR hepat*

11."diseases of the digestive system" should mesh/explode all subheadings.

12.#10 OR #11

13.#3 AND #9 AND #12

We searched the reference lists of identified studies and the Patient-reported Outcome and Quality of Life Instruments
Database!? for additional studies and instruments, respectively. The abstracts of the identified publications were then
independently reviewed by the authors. Publications were excluded if no attempt was made to measure QOL, if they did
not pertain to minors under the age of 17, or if they did not pertain to gastrointestinal or hepatological disorders. Similarly,
review articles were excluded. The remaining articles were obtained and evaluated using a modified data extraction form
from Eiser and Morse.’

The Appendices at the conclusion of this article contain a listing of the excluded and included items. In Table 1 are
enumerated all identified disease-specific instruments for paediatric gastrointestinal or liver disease. We used the
following criteria, which are considered’ to be to be essential aspects of pediatric QOL instruments: developed according
to established procedures including child participation in item generation, validity and reliability tested in children with
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the disease in question using established techniques, and able to be completed by child (or parent/caregiver when the child
is unable to complete the instrument).

Results

The first search turned up a total of 2379 papers; however, of those, 2194 were disqualified from consideration for
inclusion in the title due to the fact that they did not include pediatrics, gastrointestinal, or hepatic disorders. After looking
at the abstracts of the 185 articles that were still in the running, an additional 73 were disqualified for the identical reasons.
After reading the entire article, the current authors decided to eliminate 42 of the remaining 112 papers (see Appendix I),
which resulted in just 70 of the research being considered for inclusion (see Appendix II). These were divided up into the
following categories: inflammatory bowel disease (IBD), which accounted for 17, cystic fibrosis (CF), which accounted
for 20, liver disease (which accounted for 11), surgery (which accounted for 15), and other, which accounted for 7. It was
not feasible to do a meta-analysis of the results since the data were acquired in a variety of methods and with the assistance
of a variety of tools.

Table 1. Identified disease-specific instruments

Validity and

Instrument or Authors (ref) Disease Ttem eqeratlon reability ~ formally Completed Comments
from children , . by children
tested in children
Rabbett et al (14) IBD Partially No Yes Superseded by IMPACT
IMPACT (16-18) IBD Yes Yes Yes
Cystic  Fibrosis  Questionnaire Child and adolescent/
(CFQ) (40-44) CF Yes Yes Yes adult versions
Cystic Fibrosis QOL Adolescents and adults
Questionnaire (CFQOL) (45) CF Yes Yes Yes only
DISABKIDS (46-47) Generic and chronic illness module Yes Yes Yes Module 4for 7. chronic
illnesses including CF

Zamberlan QOL Questionaire for
School Age Children after Liver  Liver transplantion No No Yes
Transplantation (ZQLQ) (57)
Hanneman et al (67) leschspru'ng disease and anorectal No Yes, but problems Yes Better Yahdlty in adults

malformations than children
Ditesheim et al (65) Imperforate anus No No Parent
Bai et al (68) Anorectal malformation No No Parent

Children with neurological
O’Neill et al (73) impairments undergoing No No Parent

antireflux procedure
Tawfik et al (75) Chlldren .wnh severe disabilities No No Parent

with feeding problems

. . . Constipation and functional

Defecation Disorder List (79) Yes Yes Yes

nonretentive faecal soiling

Inflammatory Bowel Disease

IBD was determined to have the greatest significant impact on a person's mental health in a meta-analysis of the effects
of chronic illnesses. ! In one research, 56% of children with inflammatory bowel disease (IBD) had a mental problem,
compared to 18% of control patients who did not have IBD. These disorders were almost primarily emotional in nature.
12 A second study of children who suffered from chronic diseases found that 60% of children with inflammatory bowel
disease (IBD), 30% of children with tension headaches, 20% of children with diabetes, and 15% of healthy controls
suffered from psychological problems. !* According to the findings of the first ever study to be published on quality of life
in children with inflammatory bowel disease (IBD), conducted by Rabbett et al. 4, a significant number of the children
who were affected had difficulties attending school, participating in sports, going on vacations, and staying at the homes
of friends. More depressed symptoms were seen in children who were undergoing steroid treatment. A recent study
conducted in the Netherlands'> found that younger children (ages 8 to 12 years) with inflammatory bowel disease had a
quality of life (QOL) that was comparable to that of a reference population and better cognitive function; however,
adolescents with inflammatory bowel disease had a QOL that was significantly impaired in four domains (body
complaints, motor functioning, autonomy, and negative emotions).

The Quality of Life Assessment Tool for Children with Inflammatory Bowel Disease (IMPACT) was developed in
Canada.' A list of the ways in which having IBD impacted the lives of these 82 children was developed over the course
of conducting interviews with these children. These concerns were taken into consideration while developing an item
reduction questionnaire, which was then given to 117 more children diagnosed with IBD. The patients rated how
frequently each symptom disturbed them as well as how significant each item was to them. The items that scored the
highest were utilized in the creation of the IMPACT questionnaire. IMPACT was shown to be a valid and reliable measure
of quality of life in older children and adolescents with ulcerative colitis and Crohn disease, according to a second
validation research that was conducted in Canada with 147 children ranging in age from 9.2 to 18.0 years.!” Patients with
IBD who did not have active illness had a considerably higher mean total IMPACT score than those who did have active
disease. In addition to being translated into French, the initial measurement tool has also been reduced and verified in the
Netherlands'®, where it was developed. The worries of children diagnosed with IBD in the United Kingdom are found to
be largely comparable to those of children diagnosed with IBD in Canada, according to a comparison that was carried out
across cultural boundaries.!® In addition, a computerized touch-screen version has been created?’, and further validation
is currently being conducted in the United Kingdom.
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In a trial of children with active Crohn disease who were treated with exclusive enteral nutrition, 23 out of 26 children
displayed clinical remission at 8 weeks, with improvements in QOL ratings evaluated using the IMPACT questionnaire.?!
The change in QOL score was predictive of achieving a clinical remission, but it did not indicate an improvement in
histology status. A prospective study of children with inflammatory bowel disease (IBD) who attended a camp for one
week showed a substantial increase in both the total IMPACT score as well as several of the specific domain scores.?

It has been established that adolescents who have inflammatory bowel disease who have closer social support networks
have greater quality of life ratings. Those who had recently developed IBD were more likely to seek emotional support
from their families than from their classmates, and they relied more on their parents' ability to cope than on their own.
There was a strong correlation between adolescents' and their parents' ratings of stressful events?, and both groups' quality
of life scores. It was discovered that parents are acceptable raters of the child's quality of life in terms of its objective
components, but not in terms of its more subjective components.?* It was discovered that pediatricians overestimate the
severity of patients' physical symptoms.® When compared to their healthy peers, adolescents who had inflammatory bowel
disease were more likely to utilize avoidant coping methods.?® There was a correlation between the employment of a
predictive coping style and a reduced usage of a depressed reaction pattern and improved quality of life in three out of the
six areas.

A research that took a cross-sectional approach with Dutch youngsters found that adolescents with inflammatory bowel
disease (particularly males) had a lower quality of life and exhibit more problem behavior that is internalizing compared
with their healthy counterparts.?® Self-esteem was a crucial factor in determining quality of life. In the United States, a
cross-sectional research of long-term psychosocial outcomes in children with inflammatory bowel disease (IBD) found
that 20% of the children with IBD had behavioral or emotional symptoms, which was comparable to the percentage of
symptoms seen in healthy control participants.?’” An Italian research examining the long-term consequences of surgery on
21 children with ulcerative colitis found that 15 of the children had normal emotional status, and 14 of the children had
normal social lives 21 years after the operation.?®

In a study of the parents and siblings of children who had inflammatory bowel disease (IBD), the parents were concerned
about the influence that IBD would have on their kid's future (for example, their child's chances of getting a job, getting
married, and being independent) and were concerned about the difficulties that the ill child encountered at school.? Other
concerns were the negative impact that the medicine was having on the patient and their feelings of guilt. Concern was
expressed by siblings over the health of their brother or sister and the treatment that was being administered. They were
also anxious about other children picking on them and the fact that their parents were keeping information about one of
their siblings' illnesses from them. A study with a cross-sectional design was conducted in Australia with 46 parents of
children diagnosed with IBD. The results revealed that the most prevalent worries were connected to the potential adverse
effects of drugs and the child's future possibilities. Parents were pleased with several parts of the treatment provided at
the IBD clinic; nevertheless, many of them expressed a need for additional employees, including counselors and educators,
as well as continued education and simple access to information that is current.

Cystic Fibrosis

According to the findings of two research3!*2, parents of children and adolescents diagnosed with CF evaluated their kid's
quality of life worse than their child did themselves. The parents also stated that their child's quality of life was inferior
when compared to that of children who were healthy or those who suffered from other chronic illnesses.?' The quality of
life of children who suffered from asthma, diabetes, and CF was lower than that of a sample of children from the
community. During the course of the two-year trial, children with CF saw a deterioration in their physical condition;
nevertheless, the ratings for physical and family activities were unchanged.?® There was no correlation found between
family evaluation of quality of life and teenage assessment of quality of life, according to a research.* An international
study found that English adolescents with CF and healthy controls had a worse quality of life compared to German
adolescents with the same condition in numerous different dimensions.? Compared to the norms for the population, a
cross-sectional research conducted in Australia revealed reduced levels of psychopathology.3®

In the early investigations of quality of life in children with cystic fibrosis, researchers utilized general tools such as the
Quality of Well Being Questionnaire (QWB)37*® and the Child Health Questionnaire (CHQ).3° According to a survey that
was conducted in 2001, the vast majority (92%) of CF centers in the United States did not monitor patients' quality of life
(QOL) for clinical or research purposes.*’ Since that time, a number of diagnostic tools that are unique to diseases have
been created. France is responsible for developing and validating the CFQ, which is a disease-specific instrument. The
CFQ 14 is intended for use with adults and older adolescents, whereas the CFQ Child P is intended for use with children
between the ages of 8 and 13 years old.*! They consist of three different modules that evaluate quality of life, symptoms,
and one's assessment of their health. Physical functioning, energy/well-being, emotions, social restrictions, role,
embarrassment, body image, food problems, and treatment load were the nine QOL aspects that were found. The items on
the test were developed from a total of 33 interviews with patients, as well as interviews with the patients' parents. A
survey that was conducted in a cross-sectional fashion with 393 patients and their parents served as the basis for item
reduction as well as the assessment of internal consistency, convergent validity, and discriminant validity. The repeatability
and responsiveness of the findings were validated in a second research that involved 124 patients and 85 parents. The
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demonstration of every psychometric property was a resounding success. The following languages have had their versions
of this instrument translated: American English*>*}, German*, and Dutch®.

The CFQOL instrument is a disease-specific tool that was developed in the United Kingdom to assess QOL in adolescents
and adults who have cystic fibrosis (CF).*® Unstructured interviews, self-administered questionnaires, interaction with
multidisciplinary professionals, a literature review, and an analysis of existing quality of life instruments were used to
identify the areas of concern for adults and adolescents living with cystic fibrosis (CF). Validation, test-retest reliability,
and sensitivity testing were subsequently carried out after the first testing was completed. The following nine dimensions
were identified: chest symptoms, physical functioning, body image, interpersonal connections, career worries,
relationships at work, and concerns for the future. Robustness was shown in both the discrimination of illness severity
and the sensitivity to changes in health.

The Chronic Generic Module and Condition-Specific Modules for Children and Adolescents with Seven Different Chronic
Illnesses, Including CF, Were Developed and Validated as Part of the European DISABKIDS Project.*’*® Focus groups
were used in the development of the condition-specific modules in order to design the pilot version, and factor analysis
was used in order to discover domain structures and to reduce the number of items. After putting the final version through
its paces in a pilot study with 360 participants, it was then put through its paces in a field test with 1152 participants across
seven countries in Europe. Cronbach's alpha values that ranged from good to excellent provided confirmation of the study's
internal consistency.

Several research have investigated whether or not there is an association between quality of life and respiratory function.
Two different studies were conducted in the United States using generic measures to evaluate quality of life. According
to the findings of the first research, quality of life (QOL) worsened in proportion to the severity of respiratory symptoms,
the number of concurrent medical illnesses, and the total number of drugs used.*’ The validity of the QWB was
demonstrated by a connection between the QWB score and respiratory function* in the second trial that was conducted
in the United States. This study demonstrated that the QWB was sensitive to the treatment of an acute exacerbation. Both
the CFQ and the CFQOL have demonstrated a link between the severity of the disease and quality of life in validation
studies.*>46

The severity of the disease is not the only factor that affects quality of life; studies conducted on both children and adults
found that individuals with poor coping abilities had a worse QOL, even when the Schwachman score (which measures
the severity of CF) was good.*® This study also shown that patients' subjective health judgments explained the differences
in their quality of life measures. The most substantial correlations between quality of life and coping mechanisms were
found.

The quality of life scores of those who were screened for cystic fibrosis and those who were not in a research conducted
in the United States showed no significant difference between the two groups. The CHQ was completed by 36 patients
aged 10 to 15.5 years old who were involved in either the screened or control groups of the Wisconsin CF newborn
screening experiment.’! This was a sub-section of a larger randomised prospective trial that looked at the advantages and
disadvantages of using the CF neonatal screening test.

The Caregiver Quality of Life in Children with Cancer (CQOLCF) scale? was established in the United States of America,
and it has been shown that the QOL of the caregiver declined as the severity of the child's condition grew.>

Liver Disease

Quality of life (as judged by the Sickness Impact Profile) was good before treatment, worsened during treatment, and
reverted to baseline after three months of treatment cessation in a research that looked at the effect of a-interferon therapy
on children with chronic viral hepatitis.>* These children were between the ages of three and fourteen years old. Using the
Pediatric Quality of Life Inventory, a pilot trial of metformin was conducted in 10 children aged 10 to 17 years old who
had biopsy-proven nonalcoholic steatohepatitis. The study found that the children's quality of life was deteriorated at
baseline, but that it significantly improved after therapy.*

Using the Vineland Adaptive Behaviour Scales, a preliminary effort was made to investigate the quality of life of 25
Australian children aged 0.58 to 14.2 years who had undergone liver transplantation. The results revealed satisfactory
mean composite and domain scores.’® Zamberlan came up with an instrument to assess quality of life (QOL) in children
who had received a liver transplant based on a study of the relevant research literature, clinical experience, and
consultations with subject matter experts.’” The instrument has not been verified in an official capacity. Zamberlan
conducted interviews with a group of twenty children, ranging in age from five to twelve years old, three to six years after
receiving a liver transplant. Delays in socializing, difficulty in forming peer connections, as well as feelings of loneliness
and vulnerability, were experienced by those affected by this issue. The child's family provided the most significant
amount of social support, and as a result, the family's dynamics restored to normal. As a side effect of their sickness and
treatment, the children's looks caused them significant emotional suffering. Five of them were concerned that they might
require another transplant. Children reported being content with their lives and optimistic about the future, but they also
displayed increased anxiety and forgetfulness, performed less well in schoolwork, and struggled to form healthy
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connections with their peers. Six of them had issues with their behavior when they were at home. Kita et al.’® inquired
about the quality of life of seventy-two Japanese youngsters after they had received a liver transplant. The majority of
participants believed that their quality of life had significantly improved, and there was no discernible difference between
the living-related and brain-death donor groups. According to the findings of a number of research>°=2, the quality of life
experienced by children following liver transplantation is lower than that of a reference population. Buchu-Vulas et al.®
found that the patients' quality of life was comparable to that of youngsters suffering from other chronic illnesses. A
research that was conducted by Cole and colleagues in 2004%* found that one year following liver transplantation, there
were substantial increases in all subscale scores, with the exception of global mental health. In the majority of the studies,
the quality of life was evaluated by the parents. However, in the research conducted by Schultz et al.%, both the children
and their parents were asked to complete the evaluation, and their evaluations of the child's QOL were quite different.

Surgery

The first research to evaluate quality of life in children who had undergone gastrointestinal surgery made use of an
unvalidated questionnaire in families of children who had undergone repair of high imperforate anus.®® The majority of
young children's quality of life was not determined by their ability to achieve faeces continence, while the quality of life
of older children was determined by their ability to achieve faecal continence. In a subsequent research, it was shown to
be possible and valid to administer a proxy version (completed by a parent) of the EuroQOL to children who were being
treated for imperforate anus.5¢

A quality of life (QOL) scale that accounts for Hirschsprung disease and anorectal malformation has also been created.®’
There was good discriminant ability in adults, but not in children, and there were issues with the diet domains in children.
The hypothesized domain structure was validated with strong internal reliability, there was good discriminant ability in
adults, and there were difficulties with the diet domains in children. A research conducted in China on children who had
surgery for anorectal malformation revealed behavioral issues, difficulty with peer interactions, limited diets, and absences
from school.®® The quality of life was poorer in patients as compared to the controls, and it was also lower in children who
had difficulty maintaining faecal continence. A Chinese investigation examined quality of life changes following the
Swenson treatment for Hirschsprung disease came to same conclusions.®® According to the findings of a study conducted
in the Netherlands, the quality of life of young children with anorectal malformation was negatively impacted significantly,
whereas the quality of life of older children and adults was not significantly different from that of the general population.”
Patients born with a congenital diaphragmatic hernia had results that were comparable to those described above.”

In patients with ulcerative colitis and familial adenomatous polyposis who had ileoanal pull-through surgery, there was
no significant improvement in quality of life compared to population norms.”" A research conducted in the United States
on children undergoing ileal pouch/anal anastomosis found that the children's overall health scores were lower than the
standards for the United States, but the children's scores on most psychosocial variables were normal.”

Following surgery for gastroesophageal reflux disease in neurologically impaired children, a retrospective assessment of
caregiver satisfaction was conducted using an unvalidated questionnaire. The results of this survey revealed that both the
child's and the caregiver's quality of life increased as a result of the procedure.” A following research that looked at the
quality of life of carers of children with neurological impairments found that those who had oesophagogastric
disassociation had a significantly better quality of life compared to those who had fundoplication.”

After the kid had a gastrostomy (with fundoplication if there was severe reflux), both the child's quality of life and the
quality of life of the caregiver improved, according to the findings of another retrospective study that used an unvalidated
questionnaire to collect data on children with severe impairments who had eating issues.” A recent research of maternal
carers of children who were dependent on a gastrostomy found that these children required twice as much care time as
caregivers of children who did not have a gastrostomy.”® However, the caregivers of these children were not any more sad
or less content with their life than caregivers of children who did not have a gastrostomy. The quality of life of caretakers
of children diagnosed with cerebral palsy was evaluated by Sullivan et al.”” before to the placement of gastrostomy tubes,
as well as 6 and 12 months after the procedure. Caregivers reported a substantial decrease in the amount of time spent
feeding their child, an improvement in the ease with which medications could be administered, and a reduction in their
level of anxiety over their child's nutritional health. The mean scores on the Short Form-36 questionnaire improved in
numerous categories after six months, and after twelve months, they were equivalent to normal reference standards. This
was the case when the questionnaire was administered.

In an uncontrolled research of children with oesophageal atresia, parental reports indicated a superior quality of life in
those who underwent gastrostomy, cervical oesophagostomy, and no effort at anastomosis compared with those who had
previous attempts at reconstruction’®; this was the case even though the study did not include any controls. In neither of
the two groups did the children's evaluations of their quality of life differ from one another.

Miscellaneous

Using established standards as a foundation, researchers in the Netherlands have devised a disease-specific instrument
that may assess quality of life in children who suffer from functional nonretentive faecal soiling or constipation.” It is
made up of 37 pieces that are divided into 4 categories. The validity was only modest when compared to the Dutch Tacqol
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generic instrument (TNO-AZL), despite the fact that the reliability ranged from satisfactory to good. A research conducted
in the United States found that children who suffered from chronic constipation had a poorer quality of life (QOL) than
population norms and children who suffered from inflammatory bowel disease (IBD) and gastroesophageal reflux disease
(GERD).* There was a correlation between the duration of symptoms and a lower quality of life. An improvement in
quality of life was observed in a research conducted in Australia on children diagnosed with constipation and treated with
an antegrade continence enema.?' The quality of life of children with celiac disease was shown to be comparable to that
of a reference population in a research conducted in the Netherlands.??

Two studies have been conducted on the quality of life of children who have GERD. According to the findings of Thomson
et al.??, children who received an endoluminal gastroplication for severe GERD had increased quality of life scores (using
an adult measure) 6 weeks after surgery, and these improvements were maintained for the next 12 months. Another trial
that used a disease-specific pediatric asthma instrument found that acid suppression did not enhance quality of life in
children who had both asthma and GERD at the same time.*

It has been demonstrated that children who suffer from chronic intestinal pseudoobstruction have a more difficult time
attending school and taking part in social activities than children who are not affected by the condition.®® They suffer from
significantly higher levels of pain, sadness, and anxiety than children who are healthy or children who have juvenile
rheumatoid arthritis. Additionally, their parents needed more time to care for their children and had a worse emotional
state than average. among a study of quality of life among parents of children receiving home parenteral feeding, there
was evidence of mental illness, which was associated with worsening in social life, family life, sex life, and work.3°

Discussion

Children and their families who are impacted by chronic illnesses might experience significant reductions in their quality
of life. Eiser and Morse, in their review of quality-of-life measures in chronic diseases of childhood, emphasized the need
for the implementation of quality of life measures in pediatric research, the adoption of child-centered approaches to
measurement, and the clarification of the relationship between child and proxy ratings.’ In addition, Eiser and Morse
highlighted the need for the adoption of child-centered approaches to measurement. In this comprehensive analysis, we
made an effort to locate all disease-specific assessments (Table 1) as well as previously published research on quality of
life in children who suffer from gastrointes- tinal and liver conditions.

The early attempts to define quality of life concentrated on functional issues.®> Subsequent research employed unvalidated
questionnaires or generic tools. Many of the studies that have been uncovered have relied on parents as proxy in order to
evaluate their child's quality of life. There are inherent issues with the use of proxy evaluations, despite the fact that this
may be the only feasible option to measure quality of life in young children or in people who have learning disabilities.
This is due to the fact that proxy assessments do not always correspond strongly with patients' own judgments of their
quality of life.” For Hirschsprung disease/anorectal malformation®’, liver transplantation®’, cystic fibrosis*,
inflammatory bowel disease!” constipation, and functional nonretentive fecal soiling”, disease-specific instruments have
now been devised and may be seen in Table 1. Some of them were produced in the early days of pediatric quality of life
research; nevertheless, they have not been developed from the perspective of the child, and they have not been properly
verified. Only the IMPACT questionnaire for IBD, the CFQ, the CFQOL, the DISABKIDS, and the Dutch Defecation
Disorder List fulfill all of these criteria and can be recommended for use in the relevant patient groups. Using the three
criteria listed in the methods (item generation from children, validity and reliability formally tested in children,
questionnaire com- pleted by child), we found that only these five questionnaires were able to meet all of these
requirements. It is essential to keep in mind that if these instruments are to be used in a country other than the one in which
they were developed, not only do they need to be translated according to the globally accepted standards established by
Guillemin et al*’, but they also might call for further validation in the nation in which they are intended to be used.

There were several studies that were found to have been conducted that focused on the quality of life of the parents or
carers of children who suffered from chronic diseases. The quality of life of caregivers of children who received home
parenteral nutrition®®, as well as the quality of life of seriously challenged children who struggled to eat””’, was
significantly diminished. Despite the fact that gastrostomy feeding may be associated with an enhanced quality of life for
both the kid and the caregiver, it may be challenging for caregivers to decide whether or not to give their child a
gastrostomy. Oral feeding may also be fun and is essential for maintaining communication and connection with the patient.
There is still a lot of work to be done in order to assess quality of life in children who have chronic gastrointestinal and
hepatological illnesses; nevertheless, there has been some progress achieved in this area. Several diagnostic tools that are
tailored to a particular disease have been created or are now in the process of being developed. Many of the identified
studies made use of generic questionnaires and/or proxy evaluations; however, in recent years, researchers have begun to
place a greater focus on the perspectives of children and their families. Measuring a patient's quality of life may assist in
raising the level of awareness among medical practitioners regarding problems that are vital to the patient, such as the
emotional and psychological effects of a disease and the treatment for that sickness. Patients who have the impression that
their input is being considered may be more likely to follow the recommendations made by medical experts.

It is essential to place a strong focus on the creation of rigorous disease-specific instruments to assess quality of life, but
it is also essential to investigate methods in which quality of life may be improved. When evaluating potential novel
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therapies, quality of life should be one of the major outcomes examined. Recent research has begun to investigate the
connection that exists between coping methods and quality of life (QOL). If we educate youngsters more effective coping
skills, perhaps this will contribute to an increase in their quality of life. In addition to this, we need to think of therapies
that are particularly geared toward enhancing the quality of life of children whose QOL is substantially diminished.
Counseling, psychological treatment, support groups, play therapy, education, or social events such as adventure activities
and camps may all fall under this category.
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