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ORIGINAL ARTICLE
The role of training in parents of patients with Hirschsprung disease,
accompaniment of the health service staff and the patient's parents

Background: Parent training is an appropriate way to increase
their awareness in dealing with a sick child. Childhood illness
causes parents to be worried and stressed. Lack of information
about disease will increase their concern. Educational programs
can reduce parental stress and postoperative complications.
)Methods: In this study, the mothers of Hirschsprung Disease (HD
patients were selected to examine the disease training. The
sampling was started by the census method from 2014 and
continued until 2017. The statistical population included 2 groups
of 30 mothers whose children were less than 6 months old. In one
group, disease training was with a doctor and a trained person
(group A). In another group, the mother of the treated child was
also added to the training group, she was under the control of the
educational staff (group B). The designed questions were asked
from mothers in both groups before and after the training. The
satisfaction level of training was also examined. Finally, the SPSS 23
software was used to analyze the data.
Results: The provided training was effective in both groups
because the percentage of the responses to questions has
significantly increased after the intervention. The results indicated
that group B was more satisfied with training.
Conclusion: The results showed that the mother’s presence of a
child with HD while her child is treated and entered the community
had a positive effect on the training and comprehension of the
disease in patients’ parents.
Key words: Training; Parent; Hirschsprung Disease; Health Service
Staff
ہیشپرونگ بیماری میں مبتلا بچوں کے والدین کو اگہی دینے سے میڈیکل اسٹاف کا
کام اسان ہوجاتا ہے
بیک گراونڈ  :بیمار بچے کی تیمارداری ایک کٹھن کام ہے لیکن والدین کو اس سلسلے
میں معلومات فراہم کئےجانے سے بہت سے مسائل اسان ہوجاتے ہیں۔ بچوں کی
بیماری سے والدین شدید ذہنی تناو میں مبتلا ہوجاتے ہیں اور اگر انہیں اپنے بچے کی
بیماری کے بارے میں معلومات بھی حاصل نہ ہوں تو مزید پیچیدگیاں سامنے اتی ہیں۔
لھذا ماں باپ کو بچے کی بیماری کے بارے میں اگہی دینے سے بیماری سے ہونے
والے مسائل اور ذہنی تناو میں کمی اسکتی ہے۔
روش  :ہماری اس تحقیق میں ھیرشپرونگ بیماری میں مبتلا بچوں کی ماوں معلومات
فراہم کرنے کا کریش کورس کرایا گيا۔ دوہزار چودہ سے دوہزار سترہ تک ماوں کا
انتخاب کیا گيا ۔ تحقیق میں شامل ہونے والی ماوں کو تیس تیس افراد کے دو گروہوں
میں تقسیم کیا گيا۔ یاد رہے یہاں پر چھے ماہ کی عمر کے بچوں کی ماوں کو تحقیق
میں شامل کیا گيا ہے۔ اے گروپ کے ساتھ ایک ڈاکٹر تھا جو اپنے گروپ کو معلومات
دے رہا تھا ۔ دوسرے گروہ یعنی بی گروہ کےساتھ بھی طبی عملے کا ایک رکن شامل
تھا جس کے زیر نظر وہ مائيں کام کررہی تھیں جن کے بچوں کا علاج کیا جاچکا تھا۔
دونوں گروہوں سے تعلیم سے پہلے اور تعلیم کے بعد سوالات کے جوابات مانگے
گئے۔ ڈیٹا کا تجزیہ ایس پی ایس ایس ٹو تھری سے کیا گيا ۔ اس کے علاوہ کریش
کورس کےبارے میں ماوں کی رضایت کے بارے میں بھی سوال کیا گيا۔
نتجے :دونوں ماوں کو دی گئي معلومات مفید ثابت ہوئيں نتائج سے یہ بھی پتہ چلا
کہ گروپ بی کریش کورس سے زیادہ راضی تھا۔
سفارش  :اس تحقیق سے پتہ چلتا ہے کہ اگر بیمار بچوں کی ماوں کو بچے کی بیماری
کے بارے میں مفید معلومات فراہم کی جائيں تو مجموعی طور پر معاشرے پر اس کے
اچھے اثرات پڑتے ہیں۔
کلیدی الفاظ  :ھیرشبرنگ ،ماں  ،مفید ،بچے
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نقش آموزش در والدین کودکان مبتال به بیماری هیشپرونگ  ،همگامی
تیم درمانگر و والدین بیمار
زمینه و هدف :آموزش والدین یک روش مناسب برای افزایش آگاهی آنها در برخورد
با کودک دارای بیماری است .ابتالی کودکان به بیماری باعث نگرانی و استرس والدین
می شود و کمبود اطالعات در زمینه آن ،نگرانی آنها را دو چندان می کند .برنامه های
آموزشی می تواند استرس والدین و عوارض بعد از عمل را کاهش دهد.
روش :در این مطالعه مادران بیماران دارای هیرشپرونگ جهت بررسی آموزش بیماری
انتخاب شده اند .این مطالعه از سال  1393شروع شده و نمونه گیری به روش سرشماری
تا سال  1396ادامه داشت .جامعه آماری شامل  2گروه  30نفره از مادران کودکان زیر 6
ماه بود .در یک گروه ،آموزش با پزشک و فرد آموزش دیده بود (گروه  )Aو در گروه دیگر
مادر کودک درمان شده نیز تحت کنترل کادر آموزشی به گروه آموزشی اضافه شده بود
(گروه  .) Bسواالت طراحی شده قبل و بعد از آموزش از مادران در هر دو گروه پرسیده
شد .همچنین میزان رضایت از آموزش نیز در هر دو گروه بررسی شد .جهت تجزیه و
تحلیل داده ها نرم افزار  SPSS 23مورد استفاده قرار گرفت.
یافته ها :آموزش های ارائه شده در هر دو گروه موثر بوده است به طوریکه درصد پاسخ
دهی به سواالت بعد از مداخله به میزان قابل توجهی افزایش یافته است .نتایج نشان داد
که گروه  Bرضایت بیشتری از آموزش داشته اند.
نتیجه گیری :یافته ها نشان می دهد که حضور مادر کودک دارای بیماری مشابه که
فرزند او بهبود یافته و وارد اجتماع شده است ،باعث ایجاد تأثیرات مثبت در آموزش و
فهم مطالب در والدین بیماران می شود.
واژه های کلیدی :آموزش  ،والدین ،بیماری هیشپرونگ ،تیم درمانگر
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INTRODUCTION
Parent training is an appropriate way to increase their
awareness in dealing with a sick child. Education is a
psychological training approach that teaches executive
techniques and, it can be effective in dealing with child
problems. Parent educational methods are standardized
programs with short-term intervention that train parents
specialized strategies and, they can help to solve significant
clinical problems. There are also hidden strategies within
educational programs that increase the tolerance and
acceptance of the problems (1, 2).
Childhood illness causes parents to be worried and stressed.
Lack of information about disease will increase parents’
concerns (3). Furthermore the environment of hospitals and
health centers is stressful. Educational programs can reduce
parental stress and postoperative complications. It also
increases their trust in the medical staff (4). Several diseases
are commonly found in pediatric surgery including head and
facial disorders, diseases and disorders of the digestive and
urinary system, etc. These diseases need surgery while
bringing a lot of stress for the parents. In this study, the
mothers of Hirschsprung disease (HD) patients were
selected to examine the disease training (5). HD causes many
problems before, during and after surgery for the patients
and parents. These patients usually undergo surgery at
infancy; what makes parents be worry. The most common
surgery that is initially considered for these patients is
colostomy (6). Gastrointestinal colostomies are more
unpleasant than urinary system colostomies. The high
volume of the materials and its unpleasant smell are not
acceptable for parents. Therefore, disease training is essential
to reduce the parents' concerns.
HD is a congenital defect that causes all or part of the
intestine miss nerve cells. This is due to the inability of neural
network cells to migrate, proliferate or differentiate in the
intestinal wall. The most commonly exposed area is recto
sigmoid. Several manifestations have been reported for HD.
The most common manifestation of disease is neonatal
obstruction. The child is referred with abdominal distension,
inability to breastfeed, vomiting and failure to pass the stool.
Constipation and gastrointestinal infections are another less
common manifestation of the disease (7). The prevalent
surgical procedure for these children is a three-step
operation: colostomy, the definitive pull-through surgery,
and re-closure of the colostomy (8). Colostomy
complications, especially in children, are remarkable.
Descriptions of colostomy care and parental support are
effective in improving the child's condition.
The main issues of the present study are, developing a new
curriculum and using provided training for parents of a child
with HD to train other parents with a child with the same
disease while monitoring them.

METHODS
This study is a clinical trial study. In this study, pre-test and
post-test methods with control group were used. The
sampling was started by the census method from 2014 and
continued until 2017. The statistical population included 2
____________________
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groups of 30 children’s mothers whose children were less
than 6 months; they have been diagnosed with HD and,
have been referred to the children’s hospital for
colostomy.
The following cases were excluded: illiterate mothers or
those who gave up to continue their cooperation.
Patients' mothers were randomly divided into two groups
through random numbers table. And they were supported
by the educational group from the moment of the
colostomy.
The medical staff designed five key questions related to HD.
And the level of the satisfaction of training was also examined
with one question. The questions were asked of mothers in
both groups before and after the training. The questions
included the following:
1. Can you define the colostomy?
2. What are the colostomy complications?
3. How to deal with colostomy?
4. Can you define the HD?
5. How is the surgical procedure?
6. How would you rate this training course? 1. satisfied 2.
dissatisfied
In one group, disease training was with a doctor and a
trained person (group A). In another group, the mother of
the treated child was also added to the training group. Her
child entered the community at the time of the study (group
B). The base of training was the same in both groups and no
group were deprived from training. But, both the expression
and handling of the problems in group B were different. In
this group, the mentioned mother gave her experience to
other mothers step-by-step and under the management of
the therapeutic team.
Scores were assigned to each question for evaluation. Finally,
the SPSS 23 software and chi-square test was used to analyze
the data.

RESULTS
Sixty individuals were entered in this study and were divided
into two groups (A and B). The provided training was
effective in both groups because the percentage of the
responses to questions has significantly increased after the
intervention (table 1 and fig1). The statistical analysis of
group A data showed post-intervention responses has
significantly improved in relation to questions 1 and 2
(p<0.05). The difference about other questions in group A
was also evident before and after the intervention but, it was
not possible to calculate the P value because of the false
response of all individuals to these questions before the
intervention.
There was a significant difference before and after the
intervention in all questions in group B (except the question
5, which was not possible to calculate the P value), and
improved responses were seen (p<0.001). There was no
significant difference between the two groups A and B before
the intervention. But, a significant difference was observed
after the intervention related to question 4 and 5 (table1).
The satisfaction level of the training was also assessed in both
groups. Group B was more satisfied with training according
to Fig 2.

9;2 mums.ac.ir/j-fmej June 25, 2019

The role of training in parents of patients with Hirschsprung disease

Table1. The frequency of the responses to questions among participants

Variable

Q1

Q2

Q3

Q4

Q5

Group A

Group B

before interventions

before interventions

True

3 (10%)

2 (6.7%)

False

27 (90%)

28 (93.3%)

True

5 (16.7%)

1 (3.3%)

False

25(83.3%)

29 (96.7%)

True

0

4 (13.3%)

False

30 (100%)

26 (86.7%)

True

0

1 (3.3%)

False

30 (100%)

29 (96.7%)

True

0

0

False

30 (100%)

30 (100%)

p-value

0.64

0.08

0.06

0.5

0.05<

Group A

Group B

after interventions

after interventions

26 (86.7%)

26 (86.7%)

4 (13.3%)

4 (13.3%)

13(43.3%)

20 (66.7%)

17 (56.7%)

10 (33.3%)

13 (43.3%)

26 (86.7%)

17 (56.7%)

4 (13.3%)

8 (26.7%)

23 (76.7)

22 (73.3%)

7 (23.3%)

9 (30%)

23 (76.7%)

21 (70%)

7 (23.3%)

p-value

0.99

0.07

0.01

0.001>

0.001>

100

percent

80
60
before
40

after

20
0
q1

q2

q3

q4

q5

Group A

q1

q2

q3

q4

q5

Group B

Figure1. The frequency of the true answers to questions before and after interventions in group A and B

DISCUSSION
In this study, an educational program was investigated for
parents of patients with HD. Patients' mothers were
randomly divided into two groups. In one group, disease
training was with a doctor and a trained person (group A).
In another group, the mother of the treated child was also
added to the training group, she was under the control of
the educational staff (group B). The results showed that the
presence of the mother of a child with HD that her child is
treated and entered the community has a positive effect on
the training and comprehension of the disease in parents of
the patients. Furthermore the presentation of existing and
forthcoming issues by group B caused more awareness and
confidence in them.
The effectiveness of parental training has been proved in
various studies. Matthews et al. investigated the
____________
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effectiveness of a 4-week training program for parents of
children with autism spectrum disorder. Parents and
children were studied in two case and control groups for
three months. Results indicated that training programs are
effective methods to intervene in child’s development and
increase the parents’ knowledge about autism and the
service system, as well as child responsiveness (9). In
another study done by Streisand et al. pediatric parenting
stress among parents of children with Type 1 diabetes was
surveyed. They showed that additional diabetes training
and counseling was useful for parents while decreasing
parenting stress and improving child-health outcomes
(10). Beirami et al. also revealed that training has been
used to control the anger of the parents and reduce the
child's behavioral problems.
In their study, the training target group was the parents of
children with epilepsy and attention deficit hyperactivity
_______
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93.3
100

percent

80

46.7

53.3
Dissatisfied

60

Satisfied

40

6.7

20
0
group A

group B

Figure 2. The percentage of the satisfaction from training in group A and B

disorder (11).
These studies used conventional training methods but in our
study, a new educational method has been used in addition
to the usual educational methods. That is scientific training
with slang by trained mother. To the best knowledge of the
present researchers there wasn’t any study using this
method. The findings indicated that this educational method
is much more comprehensible. As group B gave more
accurate answers to questions than group A, they were also
more satisfied with training.
In the present study, 53.3% in group A and 93.3% in group
B had complete satisfaction with training.
The majority of provided training to parents has focused on
children's behavioral disorders (1, 2, 9, 11-14). And pediatric
clinical training was not found by reviewing the published
articles. One of the diseases that usually occur during
childhood is digestive system diseases. Early recognition,
treatments at the appropriate age and parent support and
training are necessary to minimize both short and long-term
physical and psychological complications (15). HD is a
congenital disorder that is usually diagnosed in the neonate
period. Precise decision making and parenting training in
infancy is very important (16). The treatment of the disease
beginning in the neonatal period with colostomy insertion
brings many problems for parents. Then, surgical treatment
and ultimately closure of the colostomy was done during the
infancy period. Child with HD is undergoing surgical
procedures at three stages. Each of surgical procedures has a
lot of difficulties for parents. These children need care,
________

attention and referral to the doctor for many years.
The limitations of this study included the need of an
informed mother who is willing to cooperate. There was also
a need of a place for parent training.
In conclusion, results revealed that the involvement of
parents in their child treatment and exposing them to the
educational group in chronic diseases such as HD, have a
positive effect on trusting in treatment and more awareness
in understanding the issues and problems. In fact, it is more
understandable to explain the problems and scientific
solutions in slang for the community. Using of this
educational method in the treatment of the chronic and
acute diseases is suggested.
Ethical considerations
Ethical issues (Including plagiarism, informed consent,
misconduct, data fabrication and/or falsification, double
publication and/or submission, redundancy, etc.) have been
completely observed by the authors.

ACKNOWLEDGMENTS
The authors would like to thank from Mashhad University of
Medical Sciences (MUMS) and also Dr. Sheikh and Akbar
Pediatric Hospital for their cooperation.
Financial Support: The present study was financially
supported by Mashhad University of Medical Sciences with
code number: 980126.
Conflict of interest: None declared.

REFERENCES
1. Alizade H. Developing a parent
education program for families with children
with attention deficit disorder and Its effect
on the reduction of symptoms and family
functioning. Psycology of Exceptional
Individuals 2012;2(7):43-70. Persian.
2. Farley SE, Adams JS, Lutton ME,
Scoville C. What are effective treatments for
oppositional and defiant behaviors in
preadolescents? Clinical Inquiries 2005
(MU). 2005.

8

3. Manzome S, Khanzade h, Shakernia I.
The Impact of stress management training
on improving the quality of life of mothers of
children with leukemia. Journal of Guilan
University
of
Medical
Sciences.
2015;25(97):79-88. Persian.
4. Hunter ML, Blake S, Simmons C,
Thompson J, Derouin A. Implementing a
parent education program in the Special
Care Nursery. J Pediatr Health Care. 2019;
33(2):131-37.

FMEJ

9;2 mums.ac.ir/j-fmej June 25, 2019

5. de Lorijn F, Kremer LC, Reitsma JB,
Benninga MJJopg, nutrition. Diagnostic tests
in Hirschsprung disease: a systematic
review.
J
Pediatr
Gastroenterol
Nutr.2006;42(5):496-505.
6. Nour S, Beck J, Stringer MD. Colostomy
complications in infants and children. Ann R
Coll Surg Engl. 1996;78(6):526-30.
7. Ke J, Zhu Y, Miao X. The advances of
genetics research on Hirschsprung's
disease. Pediatr Investig 2018;2(3):189-95.

The role of training in parents of patients with Hirschsprung disease

8. Abdul-Hamed AE, El-Maadawy GE-S,
Shahin MM. Mangment of Late postoperative complications in patients with
Hirschsprung’s disease. Nature and Science.
2017;15(8):67-73.
9. Matthews NL, Orr BC, Harris B,
McIntosh R, Openden D, Smith CJ. Parent
and child outcomes of JumpStart™, an
education and training program for
parents of children with autism spectrum
disorder. Res Autism Spectr Disord.
2018;56:21-35.
10. Streisand R, Swift E, Wickmark T, Chen
R, Holmes CS. Pediatric parenting stress
among parents of children with type 1
diabetes: the role of self-efficacy,
responsibility, and fear. Journal of pediatric
_____

psychology. 2005;30(6):513-21.
11. Beirami M, Abdollahi E, T H. The
Effectiveness of parent management
training program on improvement of ADHD
syndrome in children with epilepsy: single
subject study. Razi Journal of Medical
Scienses. 2017;24(157):90-98. Persian.
12. Gerdes AC, Haack LM, Schneider BW.
Parental functioning in families of children
with ADHD: evidence for behavioral parent
training and importance of clinically
meaningful change. J Atten Disord.
2012;16(2):147-56.
13. Maghsoodi A, Dehghan Neyshaboori M.
Effectiveness of group cognitive-behavioral
education on reducing stress, anxiety and
depression in parents of children with
___________

FMEJ

9;2 mums.ac.ir/j-fmej June 25, 2019

autism. Poster presented at: 6th International
Congress on Child and Adolescent
Psychiatry, Tabriz University of Medical
Sciences; 2013 Sep 17-19; Tabriz, Iran.
Persian.
14. Smith MD, Barrett MS. The effect of
parent training on hyperactivity and
inattention in three school-aged girls
with attention deficit hyperactivity
disorder.
Child Fam
Behav
Ther.
2002;24(3):21-35.
15. Abdel-Hady M, Bunn SK. Inflammatory
bowel disease. Current Paediatrics.
2004;14(7):598-604.
16. Wetherill C, Sutcliffe J. Hirschsprung
disease and anorectal malformation.
Early Hum Dev. 2014;90(12):927-32.

9

