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Abstract

In Chile, hemophilia was incorporated into the System of Explicit Health Guarantees (GES), which 
ensures access to treatment and financial protection for these patients. To support patients and their 
families, educational programs have been proposed that focus on managing possible complications 
of the pathology, first aid, and prophylaxis, however, there are no educational instances focused on 
the needs of the patients. Objective: To know the educational needs of parents with hemophilic chil-
dren and adolescents regarding contents, people, place, methodology, and stage of the illness. Sub-
jects and Method: Descriptive qualitative study of 15 parents with hemophilic children in outpatient 
care. For the data collection, we used a semi-structured interview with five open questions, aimed at 
the search for educational needs such as what (contents), how (methodology), when (moment), who 
(person), and where (place) is education needed. For data analysis, were used the Berelson’s content 
analysis technique. To guarantee the scientific validity of the qualitative results, the methodological 
rigor criteria of Guba and Lincoln were used. Results: The most frequent educational needs reported 
by parents include content such as venipuncture training, injury prevention, pathophysiological as-
pects of the disease, among others; with methodology developed in group workshops and guided by a 
peer; in a comfortable and familiar place; in three stages of the disease’s development (diagnosis, blee-

What do we know about the subject matter of this study?

Scientific evidence reinforces that countries that have implemented 
educational interventions for parents of hemophiliac children and 
adolescents, present a significant improvement in the quality of life 
and care of parents for their children.

What does this study contribute to what is already known?

This study provides information on the educational needs of pa-
rents of hemophiliac children and adolescents, regarding content, 
people, place, methodology, and time of the disease.
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Introduction

In Chile, hemophilia has been recognized as a pu-
blic health problem due to the high cost of its treatment 
and the impact of its complications on the quality of 
life of those affected. Thus, hemophilia was incorpo-
rated into the first series of pathologies of the Explicit 
Health Guarantees (GES) system, providing patients 
with the guarantees to access both timely diagnosis 
and treatment and the necessary financial protection 
to cope with the disease1.

Like any chronic disease, hemophilia requires edu-
cation on the topic of patients and their family group 
in order to encourage adequate management of the 
disease, adapt to changes in lifestyle, and finally pro-
mote self-confidence in the family group to ensure 
the comprehensive care of children with hemophilia2. 
Scientific evidence reinforces the need to educate pa-
rents of children with this health condition. Countries 
that have implemented educational interventions have 
shown a significant improvement in the management 
of bleeding episodes by parents3,4.

In Chile, educational programs have been designed 
that aim at the management of possible complications 
of the pathology, first aid for minor trauma, and the 
importance of prophylaxis5, but there are no educatio-
nal instances that address the educational needs of the 
parents of hemophiliac children. The objective of this 
study was to know the educational needs of parents of 
hemophiliac children and adolescents, regarding con-
tents, people, place, methodology, and time of the di-
sease.

Subjects and Method

Qualitative descriptive study6. We carried out a 
sampling of 15 parents (father and/or mother) of he-
mophiliac children under 18 years of age who were 
under follow-up in a specialty polyclinic in Santiago, 
Chile, achieving saturation of the results.

All fathers and/or mothers of children under 18 
years of age with severe, moderate, or mild hemophilia 
who were under follow-up at the hemostasis polyclinic 
of the Centro de Especialidades de Santiago were invited 
to participate. Those patients with acute complications 
such as hemarthrosis, intracerebral hemorrhage, and 
muscle hematomas at the time of data collection were 

excluded, since the exacerbation of the health condi-
tion may cause biases in the information obtained, as 
the perceived needs tend to focus on the current situa-
tion.

Data collection was carried out between December 
2017 and May 2018. The project researcher contacted 
by telephone potential participants to invite them to 
participate in the study. For data collection, a semi-
structured interview was used with five open-ended 
questions that served as a guide to delve deeper into 
the educational needs of parents of children with he-
mophilia. The questions are aimed at identifying the 
educational needs where research is carried out by an-
swering the following five questions: what (Content), 
how (Methodology), when (Time), who (Person) and 
where (Place) is it necessary to educate (table 1).

The interview guideline was reviewed by a hema-
tologist, a clinical nurse, a nurse-midwife specialist 
in qualitative methodology, and a mother of a child 
with hemophilia to ensure both the understanding of 
the question guide and that all the aspects mentio-
ned in table 1 were present. Each of the interviews 
with the participants in this study lasted 30 minutes 
on average and were recorded and later transcribed 
verbatim.

For data analysis, Berelson’s content analysis te-
chnique was used, with the initial objective of inter-
preting the phenomenon under study7. Therefore, the 
interview transcript was selected as the analysis unit, 
interpreting the accounts of the parents of hemophiliac 
children based on predefined categories related to the 
educational needs (content, people, place, methodolo-
gy, and at what time of the disease) that allowed us to 
answer the general dimensions established in the re-
search objectives.

Two researchers independently analyzed each of 
the interviews. First, the interviews were read without 
interpreting them; then in a second reading, they iden-
tified the predefined dimensions; and finally, each of 
the interviews was read a third time to verify the iden-
tified dimensions. The process ended when achieving 
data saturation, defined as the point at which additio-
nal interviews did not provide new elements to respond 
to the stated objectives7. After this, each researcher 
proposed her/his analysis, and then, in a team meeting, 
they reached a consensus on the results found. The re-
sults were given back to the participants to confirm the 
accuracy of the data analysis, achieving concordance in 
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ding events, and development of autonomous activities), and provided by professionals and peers. 
Conclusion. Knowledge of educational needs is the basis for the creation of an educational program 
that guides the comprehensive care of hemophilic children and their parents.
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the dimensions identified by the research team and the 
participants.

To ensure the scientific validity of the qualitative 
results, the methodological rigor criteria of Guba and 
Lincoln8 were used. We achieved Credibility after re-
turning the categories and dimensions to the partici-
pants, who felt reflected with the findings; Reliability 
after the consensus meetings and the use of descriptive 
narratives of the participants’ accounts; Confirmability 
through a detailed description of the research in a re-
port, and Transferability through the validation of the 
findings by experts.

To ensure compliance with the ethical aspects of 
this investigation, we followed the seven ethical requi-
rements of Emmanuel et al9. This study was approved 
by the Scientific-Ethical Evaluation Committee of the 
Universidad Andrés Bello and the Faculty of Medici-
ne of the Pontifical Catholic University of Chile. Each 
participant signed the informed consent form before 
starting the study.

Results

Regarding the study sample, 9 mothers and 6 
fathers of children with hemophilia under 18 years of 
age were interviewed; all of them had university and/
or technical studies. Concerning the characteristics of 
their children’s disease, most of them had hemophilia 
type A/severe (n = 11), followed by B/severe (n = 2), 
and B/moderate (n = 2). Most report having low blee-
ding (n = 9), followed by moderate (n = 5), and the rest 
low; 9 of them are on prophylactic treatment, while the 
rest are not or if necessary.

Table 2 summarizes the educational needs expres-
sed by parents of children with hemophilia. The fo-
llowing is a detail of the contents, methodology, time, 
people, and place that the parents mentioned as fun-
damental for providing comprehensive care to their 
children at home.

Educational needs in relation to the content

Preparation and administration of the deficient fac-
tor

For parents of hemophiliac children, it is essential 
to be educated about the intravenous administration 
of the clotting factor according to the deficiency, Fac-
tor VIII for hemophilia A and Factor IX for hemophi-
lia B. Some of the accounts evidencing this content are 
presented below.

“...all mothers should know how to puncture their 
children, intravenous injections are complex and 
frightening, but this also creates an autonomy of the 
mothers with the children, autonomy from the hospi-

tal, from the clinic... I think it’s essential that mothers 
know how to venipuncture their children”. (MOM01: 
L150 - 166)

Measures to prevent injuries or bleeding
Parents identify them as the activities or precau-

tions that they should learn to take, or that some of 
them have taken, to reduce the risk of producing inju-
ries that can cause acute or spontaneous bleeding, es-
pecially joint and muscle bleeding in their hemophiliac 
children, which include protecting the joints, protec-
ting furniture, use of helmets, among others.

“... I’d like someone to explain to me the precau-
tions so that the child at home doesn’t have any blee-
ding event, because for example something can happen 
to him in the bedroom and you don’t realize it until 
he starts to... he starts to have problems...” (DAD04: 
L64 -72)

Actions required in case of blows or falls
Immediate or stepped actions that parents should 

perform in the event of a blow or fall that may cause 
an internal or external bleeding event in their hemo-
philiac child, such as applying ice or administering the 
factor as soon as possible.

“...What are the first reactions that one should have 
[after a fall], first ice to stop the bleeding, then heat, 
one could say, to dilate the coagulation...” (DAD06: 
L63 - 65)

Understanding of pathophysiological aspects of the 
disease

Information that parents of children with hemo-
philia need to know and understand about what he-

Table 1. Semi-structured interview guide

What?
What aspects of hemophilia do you consider necessary to know in order 
to provide comprehensive care for your child at home?

How?
If the health system provides specific education to parents about the 
care of a hemophiliac child, what methodology is the most appropriate 
for you to carry out such education?

When?
In your experience, at what times have you felt it necessary to receive 
accurate education about your child's health condition?

Person
Who is the best person for you to educate parents on the comprehen-
sive care of a hemophiliac child?

Place
Where would you feel comfortable to get education related to the care 
required for your child's health condition?

Hemophilia - C. Zapata A. et al
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mophilia and clotting are, how it is treated, what the 
consequences are, and the serious injuries that can oc-
cur to a child with this health condition.

“...we needed to know what we’re on... what was 
hemophilia... we needed to know what the disease was 
about, what it meant, how hemophilia could affect in 
the future... what it meant that children bleed, what 
was a prophylaxis, what was it that they had an event, 
like these big things were what we needed to know...” 
(MOM07: L176 - 181, L183 - 185)

Educational needs in relation to methodology
This refers to how parents of hemophiliac chil-

dren consider that it would be the best way to develop 
educational content, the method that would be most 
useful for them to receive the content they mention as 
necessary to provide comprehensive care at home.

Didactic development
It refers to receiving the contents through exam-

ples, the transfer of similar experiences, sessions where 
parents perform injury prevention activities, prepare 
the medication, practice venous puncture, and admi-
nistration of lyophilized factor.

“...then teach more in practice, more with exam-
ples so that they can make them learn... teach them to 
puncture, that they learn to puncture the children... 
that they learn to do the whole thing, their healings so 
that they themselves can be more independent from 
the hospital”. (MOM01: L369 - 373)

Group talks or workshops
Group sessions that allow sharing the experien-

ce of living with a hemophiliac child, where mothers, 

fathers, or people who have experience with hemophi-
lia can teach and pass on significant knowledge at each 
stage of the child’s life.

“I’d like there to be a group, that we’re a group of 
parents of children with hemophilia, that we could 
educate together... maybe, more than someone educa-
ting you, we’d have to educate each other” (MOM03: 
L82 - 85).

Educational needs about the time of the disease

Diagnosis
It is the moment when parents were informed of 

their child’s hemophilia diagnosis, or in the case of 
mothers who are aware of their carrier status, it is the 
moment of their child’s birth.

“When I first found out... I’d have loved it if at that 
moment someone would have picked us up... instead 
of us looking for this video, picked us up, sat us down, 
and talked to us...” (MOM07: L296 - 300)

Bleeding events
Instances in the life of hemophiliac children when 

they have presented acute episodes of spontaneous 
bleeding such as hemarthrosis or muscle hematomas, 
which is frequent in severe conditions, or produced by 
a blow or fall in severe, moderate, or mild conditions.

“When he has had blows, when events (of blee-
ding) have happened to him, one doesn’t know how 
to react, one becomes overwhelmed, it is in these mo-
ments when my son has had events that it is like I have 
needed...” (DAD05: L64 - 69)

Start of autonomous activities
When children start to carry out activities on their 

own and to interact with other people and in places 
other than their home, which makes them more expo-
sed to traumas of varying severity.

“...one of the most difficult stages was when they 
learned to walk... it was the most complex, because 
that’s when they want to jump into life... because you 
have to crouch down with them protecting them... des-
pite the furniture was soft, it didn’t have things that 
could hit them... it was the most difficult stage and 
when they both had bleeding problems” (MOM01: 
L61 - 71).

Educational needs about the person

A person who has experience living with the condi-
tion.

Parents emphasize the importance of having a peer 
involved in the education, as they feel that experien-
cing hemophilia up close allows them to better pass on 
the knowledge to others.

Table 2. Topics identified on the educational needs of parents of 
children with hemophilia

Education needs

Contents (what) •	 Preparation and administration of the defi-
cient factor.
•	 Actions to prevent injuries or bleeding.
•	 Actions to be taken in the event of blows or 
falls.
•	 Pathophysiological aspects of the disease

Methodology (how) •	 Didactic development
•	 Group workshops

Moments (when) •	 Diagnosis
•	 Beginning of autonomous activities

Person (who) •	 Person with experience of living with hemo-
philia
•	 Health professional

Place (where) •	 Comfortable and familiar place

Hemophilia - C. Zapata A. et al
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“The parents.... other parents or hemophiliacs adult 
and well obviously guided by professional people...
because I think they have learned their limitations...
well I think that experience is always the wisest of all” 
(MOM04: L396 - 404).

Health professional
Parents emphasize the role of both the medical 

and nursing professional in guiding, training, and 
educating on theoretical and skill aspects such as ve-
nipuncture.

“I think that the specialists in hemophilia, for 
example, in the puncture itself, I think that the nur-
se in this case, who has more experience with children 
and with respect to hemophilia in general, I think that 
it should be, for example, the same doctors who have 
been with us all this time, who can specialize us day by 
day about hemophilia...” (DAD05: L86 - 92).

Educational needs regarding the location

A comfortable and familiar place
About the characteristics of the place where the 

educational intervention will take place, the pa-
rents highlight as the only aspects that the place to 
be comfortable and familiar. Within the description 
of “comfortable and familiar”, they indicate that this 
place should ideally be close to the participants’ ho-
mes, easily accessible and known by the parents, and 
provide confidence and the possibility of creating an 
atmosphere of calm for the participants.

“...I mean, the idea is that it should be a comforta-
ble place where we can be calm, talk about the subject, 
maybe in a house it is easier because it is easier to be 
more reassured, because suddenly one gets very sensi-
tive about the disease”. (MOM01: L477 - 481)

Discussion

Among the sociodemographic characteristics of the 
participants in this study, the high educational level of 
the parents stands out, with all of them having tech-
nical-professional and higher education. This result 
contrasts with that found in the literature where the 
characteristics of occupation and education are lower 
than those reported in this article10.

Regarding the health condition of the children, 75% 
were carriers of hemophilia A and 25% of hemophilia 
B, whereas, in the total group, the severe condition 
prevailed. This is similar to what has been described 
in national and international prevalence studies, where 
hemophilia A has a considerably higher frequency than 
hemophilia B1, 11-13.

The participants described the educational needs 

through five parameters. Regarding the contents, the 
educational topics that most stood out in their accou-
nts were the preparation and administration of lyophi-
lized concentrates, measures to prevent bleeding episo-
des, actions to be taken in the case of bleeding events, 
and pathophysiological aspects of the disease. These 
aspects agree with the elements mentioned in the lite-
rature11-17. It should be noted that some of the aspects 
mentioned above, such as medication administration, 
are related to the confidence that parents can develop 
in terms of taking the best possible care of their chil-
dren at home, avoiding the need to go to health care 
centers for services that they can learn and perform at 
home. This aspect not only gives confidence to the pa-
rents but also transmits security to the children, contri-
buting to their normal development.

Concerning the methodology, parents express the 
organization of group workshops with a didactic com-
ponent, so that they can share experiences with other 
people and acquire the skills they consider necessary to 
care for their children at home. This finding coincides 
with other research, showing that the social support 
achieved in the relationship with peers is an important 
aspect for parents13,14. It should be noted that the pos-
sibility of exchanging experiences with other parents 
of children with hemophilia becomes one of the main 
strengths of the group methodology.

For parents, the perception of support from other 
parents who have the experience of living with the 
health condition is motivating. This identification 
makes this type of methodology (peer education) may 
have a motivating effect to consider when delivering 
educational content to this population. The literature 
points out that the motivation of peer education may 
be because parents feel freer to share their life expe-
riences with other parents who have lived through 
the same experience and thus establish a support net-
work15.

Regarding the most appropriate time to educate, 
parents mention that the diagnosis and the beginning 
of autonomous activities are the episodes of greatest 
educational demand. There is not much scientific evi-
dence in this type of disease that allows us to compare 
our results; however, education of patients with other 
chronic diseases shows that the stages of greatest edu-
cational need are at the time of diagnosis, at key stages 
of treatment, or with the emerging needs of the users18.

In relation to people, parents identify another parent 
as someone suitable to provide educational content, 
from the perspective of the experience of the disease, 
for home care, and to complement the educational 
content provided by professionals. The parents’ need 
to identify with other parents who have gone through 
the stages they are going through, gives them peace of 
mind to better face their children’s condition15. One 
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finding of this study is the recognition by parents of 
education by health professionals. One explanation for 
this is that medical and nursing professionals are wi-
dely recognized by parents of children with hemophilia 
as a reliable and close source of information about the 
care of their children at home.

About the place, we identified its characteristics, 
where comfort and a sense of privacy were two impor-
tant characteristics recognized by the parents in this 
study. Comfort and familiarity are important aspects 
to consider when providing information regarding the 
care of their children at home. There is not much scien-
tific evidence to compare our results; however, educa-
tion of patients with other chronic diseases shows that 
people need a trusted environment to discuss their ex-
perience18.

In conclusion, the results of this study emphasize 
the importance of incorporating the aforementioned 
aspects in the orientation to provide comprehensive 
care for their children at home.

One of the limitations of this study is that its results 
are not representative of the socioeconomic spectrum 
of mothers and fathers with children with hemophilia, 
so future studies should include parents in social vul-
nerability. However, this is the first study in Chile to 
describe the needs of parents of children with hemo-
philia in a national referral center.

The results of this study provide the basis for the 
development of an educational program aimed at pa-
rents or caregivers of hemophiliac children. It is ne-
cessary to conduct research studies that can develop 
an ad-hoc educational intervention to the needs de-
tected that, after its implementation, studies could be 
conducted to measure the impact of this educational 

program, based on the needs described by parents, to 
improve the quality of life of parents and children with 
hemophilia.
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