
 

  



 

Hemophilia in Children 

The word bleeding can be alarming and even more so in a child, who is always active in 

his normal development. 

With the advice of Dr. Iliana de los Reyes Valencia, Pediatric Oncologist of the Pediatric 

Hematooncology Service of the Central Military Hospital (HOMIL for its acronym in 

Spanish) and delegate for Colombia of the Latin American Cooperative Group of 

Hemostasis and Thrombosis (CLAHT for its acronym in Spanish), Dr. Gloria Ramos 

Ramos, Bacteriologist, Coordinator of the Reference Laboratory for Hemostasis and 

Thrombosis of the Central Military Hospital (HOMIL) and Vice President of CLAHT and 

Dr. Agustín Darío Contreras Acosta. Pediatric Hematooncologist at the Central Military 

Hospital. 

Although the hemorrhagic manifestations oblige us to consult, these are not always due 

to serious illnesses, but they must be evaluated in order to provide early diagnosis, 

adequate treatment and initiate timely rehabilitation. 

What is Hemophilia? 

Hemophilia is a hereditary coagulation disease, i.e., it is transmitted by genetic material 

from parents to their children and it is congenital because it occurs from birth. It is 

characterized by the deficiency or absence of the functional activity of coagulation factors 

which, together with other important elements of the blood, help to coagulate (form a plug 

or haemostatic thrombus) the injury produced on any blood vessel, so that this bleeding 

stops and no hemorrhage occurs.  

What are the affected coagulation factors in hemophilia?  

Poor or absent coagulation factors in hemophilia are: Factor VIII (Hemophilia A), Factor 

IX (Hemophilia B), Factor XI (Hemophilia C). 

What are the normal concentrations of these factors? 

Normal values for these factors range from 50-150% The hemophilic patient may have 

very low values reaching factor levels of less than 1%, a condition that is classified as 

severe hemophilia. See Table 1. 



 

 

Table 1. Classification based on the coagulation factor level  

Classification Factor Level 

Mild hemophilia Greater than 5-40% 

Moderate hemophilia 1-5% 

Severe hemophilia Less than 1% 

 

Which people are affected by hemophilia? 

Hemophilia is an X-linked hereditary disease, which means that all the genes responsible 

for the disease are located on the X chromosome. 

Under normal conditions, a man has an X and a Y chromosome, i.e., which is (XY). 

Having an affected X chromosome is enough to develop the disease. On the other hand, 

a woman who has two chromosomes (XX). In order for the disease to occur, it would be 

necessary for both of them to be sick, which is very rare, and if only one of them is 

compromised, the woman would develop the carrier state because the other X 

chromosome fulfills its normal function. In this carrier state, the woman does not manifest 

the disease but transmits it. See graphic illustration. 

 

Graphic illustration. Inheritance pattern of hemophilia. 

 

                    Man 

                    

                    Woman 

 

 

 

 

M 

W 



 

 

 

                     Healthy Man     Carrier Woman 

                                                     

                              XY                     XX 
 

                                                      
 
    XY                      XX                     XY                      XX 
 
Healthy               Healthy         Hemophiliac             Carrier  
   man                 woman                 man                  woman 
 

 

 

 

                      Hemophiliac        Healthy  
                             man               woman 
 

                                                     

                              XY                     XX 
 

                                                      
 
    XY                      XX                     XY                      XX 
 
Healthy               Carrier               Healthy               Carrier  
  man                  woman                 man                  woman   

          

 

 

M W 

M W M W 

M W 

M W M W 



 

 

                      Hemophiliac         Carrier  
                             man                woman 
 

                                                     

                              XY                     XX 
 

                                                      
 
    XY                      XX                     XY                      XX 
 
Healthy           Hemophiliac       Hemophiliac           Carrier  
  man                  woman                 man                  woman 

How does hemophilia manifest itself? 

Hemophilia is evident at any stage of life, from birth to older age, depending on the 

concentration of the factor the patient has. 

Early life manifestations are muscular hematoma at the site of vitamin K or vaccine 

administration, persistent bleeding at the point of venous access, or from the navel, and/or 

bleeding into the brain, skull, and other organs. 

As the child grows, the motor activities inherent to his/her development motivate him/her 

to explore his/her environment and that is why manifestations of bleeding appear in the 

extremities, buttocks, oral cavity and other sites exposed to contact, one of the most 

common symptoms being internal bleeding in the joints, called Hemarthrosis. 

How is hemophilia diagnosed? 

Hemophilia has an inheritance context, so it is important to know the family background 

of this disease in both lines (maternal and paternal) in order to receive genetic counseling, 

which is offered by a medical specialist called a clinical geneticist, who is in charge of 

orienting and explaining the possibilities of the disease and making other decisions, which 

are illustrated in the chart described above. 

In rare cases the mutation is de novo, meaning that hemophilia does not come from the 

parents' genetic information, but that the mutation occurred on the patient's X 
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chromosome (a change in the original genetic information to a different one) causing the 

disease. 

Manifestations of spontaneous bleeding, without any apparent cause, which persist and 

do not improve and limit or disable the child in the development of normal growth 

milestones, force parents and/or caregivers to consult immediately and health 

professionals to identify the possible cause. 

What are the laboratory tests that confirm the diagnosis and what 

recommendations should I take into account when taking them? 

The basic laboratory test available to any center responsible for receiving and managing 

patients with suspected hemophilia is the dosage of Factor VIII for hemophilia A and 

Factor IX for hemophilia B. Laboratories processing these tests must ensure excellent 

internal and external quality control performance, ensure the use of sensitive and specific 

reagents to this end, and have the ability to detect levels below 1 IU/dL in order to classify 

the severity of the disease. 

Other important tests when inhibitors are suspected are the titration of antibodies against 

factor VIII or IX by Bethesda methodology or its modification and the most recommended 

Nijmegen method.           

The amount of inhibitors is measured in Bethesda units and, depending on the data found, 

the patient is said to have a high titer (more than 5 BU) or low titer (less than 5 BU). 

Generally, high-titer inhibitors quickly neutralize the factor and low-titer inhibitors do so 

slowly. 

Another important test that is not available to all laboratories is the dosage of 

Chromogenic Factor VIII, which is useful to do in mild hemophilic patients and in carriers 

in whom TTPa may be normal but patients present clinical manifestations of bleeding.  

Chromogenic Factor VIII is the recommended test when the patient is treated with 

monoclonal antibodies, such as Emicizumab, and the titration of inhibitors should also be 

done with this methodology. 

Sampling Recommendations  

The difficulty that sometimes arises when taking samples in pediatrics is clear and, 

despite this, the goal is to achieve the least traumatic sampling possible. The 

recommendation is that this process be carried out by expert personnel. If the sample is 



 

not appropriate, the result delivered will be correct for the sample but not for the patient 

and, at the lab, we work to deliver clinically useful results for the patient. Therefore, 

following the basic recommendations in this process is key.  See general 

recommendations in the table below. 

Table 2. Sampling recommendations. 

 

Fasting does not alter the levels of the coagulation factors but it does interfere with the 

methodology used for their processing, as long as it is possible to do so. Taking into 

account that factor VIII and F. von Willebrand are acute phase reactant proteins, the 

following is to be done: avoid exercise and stress; arrive and remain calm during the 

Errors in the pre-analytical phase. 
Incorrect

Prolonged use of the tourniquet

Use of the glove as a tourniquet

Multiple punctures

Use of a syringe

Tube position order

No blood-anticoagulant ratio

No correction to hematocrit >55%

Non-standardized and refrigerated 
centrifugation

Lack of standardization in time and storage 
protocols

Pre-analytical phase. Correct

No longer than a minute

Use of a band at least 3 cm from the 
puncture site

A single puncture

Closed system

Always the blue one first

It respects the 9:1 anticoagulant-blood ratio

With hematocrit correction in 
hemoconcentrated patients

Centrifugation, what does it guarantee? 
(poor plasma in platelets) <10,000 platelets 
x mm3 at ambient temperature

Standardized transport and storage 
process



 

sampling process; the patient should show up in good health conditions avoiding 

inflammatory and/or infectious processes. It should be recorded whether the patient is 

taking any medication and the last dose thereof. Please include over-the-counter drugs, 

such as natural products. If the patient is undergoing prophylaxis, the sample should be 

taken just before the next dose (report and record dose of the medication and its name). 

For carrier studies, carriers MUST NOT have their menstruation or be undergoing 

infectious processes at the time of sampling. Compliance with these recommendations 

ensures that the laboratory delivers results with all quality attributes. 

What is the treatment for hemophilia? 

According to the World Federation of Hemophilia (WFH), care for those with the most 

severe manifestations of the disease requires a comprehensive approach aimed at 

preventing and treating hemorrhages with a poor coagulation factor. 

 Priorities to be considered to improve the health and quality of life of patients include: 

prevention of hemmorrhages and joint damage; avoiding the development of inhibitors, 

viral infections caused by hemoderivatives and psychosocial support. Physical activity 

should also be encouraged to promote good physical condition and normal 

neuromuscular development, a healthy weight and improved self-esteem.  

In this way, the objective of the entire comprehensive multidisciplinary team must be 

aimed at ensuring the quality of life of all affected patients. 

The standard treatment consists of replacing the missing coagulation factor.  

Treatment can be on demand when the patient receives the factor for bleeding or 

prophylaxis. When he/she receives it to prevent bleeding, it depends on the severity of 

the disease. After Von Willebrand's disease has been ruled out, patients with mild 

hemophilia usually receive on-demand prophylaxis when they are bleeding or prior to a 

surgical procedure. 

For patients with severe hemophilia A, the current standard Gold treatment is prophylaxis, 

which aims to maintain factor VIII levels above 1%, from severe to moderate hemophilia, 

and thus decrease the risk of bleeding. 

In the case of moderate hemophilia, it depends on the behavior of the disease. If the 

patient does not have spontaneous bleeding, it is managed on demand. If the clinical 

behavior is severe, prophylaxis is indicated.  



 

One of the complications of factor-infused hemophilia patients is the development of 

inhibitors, which usually appear during the first factor infusions, with an incidence of 20% 

for hemophilia A and 3% for hemophilia B respectively. The development of inhibitors 

may be associated with genetic factors, black population, exposure to high doses of factor 

VIII, surgery and infections. It is classified as low response inhibitors expressed in 

Bethesda Units (0.6 BU to 5 BU) and high response (> 5 BU) . Low-responder patients 

are usually managed with a high-dose factor and high-responder patients with an 

activated prothrombotic complex-type bypass agent therapy (FEIBA), an activated factor 

VII (Novoseven) and the monoclonal antibody Emicizumab (Hemlibra) is currently 

available. 

Nowadays, patients have access to many pharmacokinetic products and tools that allow 

for a more personalized therapy.  

Who should contribute to the management of hemophilia? 

A group of trained specialists is required to provide an accurate solution to the 

management of the patient's acute complaints, as well as to support the chronic 

symptoms and contribute to the daily rehabilitation of the possible sequelae already 

established and/or to avoid the potential ones.  

Below we describe some relevant contributions from the patient and the family, as well 

as the contributions of other specialties, for the comprehensive and multidisciplinary 

management of this disease.  

 

 

 

 

 

 

 

 

 



 

The voice of patients and their families... 

   

 

 

The voice of the treating team... 

 
 

Dr. Robert E. Chaskel 
Heilbronner. 

Child and Adolescent 
Psychiatry. 

 
 
 
 

Hemophilia, whether mild or severe, has a psycho-social impact on 
the family and the child. If there are psycho-social risk factors that 
make a child more vulnerable, they will be enhanced by hemophilia 
and will affect emotional development. 
 
Parents adapt quickly and take care of their child if they have an 
accident. However, they can become overprotective and strict at 
times. Parents can show denial, guilt, excessive anxiety and all this 
can cause some stress in the couple's relationship. Therefore, it is 
important to be able to verbalize these issues between the couple 
and with the treating physicians. 
 
In general, children can adapt easily, but with time they may lack the 
rough play or sports that other children can perform. Therefore, it is 
necessary to seek compensatory recreational activities for good 
social and recreational development. 
 



 

 
 

Dr. Juan Sebastian 
Garcia Mantilla. 

Child Psychiatry 
 
 
 

 

Good management practices for the family and child include several 
members of the treatment team: 
 
1.  When understood by parents, genetic counseling brings great 

relief and allows for planning for the future. This is also true for 
the child if he or she is of the age of understanding. 

 
2.  Communication between the treating pediatrician and the family 

is valuable when the family knows they can count on the 
physician and his/her availability. This is also true as the child 
becomes mature enough to have an individual relationship with 
the physician. 

 
3.  Most parents will not need to work with psychotherapy. 

Nevertheless, if they need it and do not get it, there is evidence 
that the good prognosis for the child with hemophilia is at risk. 

 
4.  School principals and teachers require adequate information 

about hemophilia to support the child's good development at 
school. 

 

 
 

Clara Isabel Espitia 
Rodríguez 

Social worker. 

 
 

Social Work, as part of the multidisciplinary team, carries out a 
careful assessment of the protective factors that the patient has at a 
social-family level and all those that can also affect their quality of life 
in a positive or negative way since the confrontation of the disease 
can go from stigmatization to a feeling of guilt or overprotection in 
children with these conditions. 

At the Central Military Hospital (HOMIL), the Pediatric Hematology 
Service has the support of an expert Social Work group focused on 
the management and intervention of pediatric hematological patients 
who provides not only instrumental help but also emotional support, 
who contributes to the increase of effectiveness in the education of 
the hemophilic patient and his/her support network in aspects such 
as: promotion of self-care, self-esteem, awareness, adequate 
management, adherence to treatment, intra-family organization and 
management of other risk factors. 

 

 

 

 

 

 

 

 



 

 

 
 

Dr. José María Solano 
Suárez. 

Neonatologist. 
 
 
 
 
 

 

As a neonatologist, I will tell you about the approach to newborns 
who show bleeding. This group of pediatric patients deserves a 
careful assessment, with a complete medical history, family history 
of bleeding disorders, prenatal history, maternal diseases, drug 
administration and clinical evaluation.   

Most of the bleeding problems seen during the neonatal period, are 
due to acquired haemostatic disorders.   It is helpful to establish an 
etiological diagnosis, to know whether the newborn is healthy or sick, 
and whether it is an early or late onset bleeding.   

In a sick newborn, we will think more frequently of sepsis, perinatal 
asphyxia, or whether he/she is a child of a toxic mother or a sick 
premature newborn.   

In a healthy newborn, we consider the hemorrhagic disease of the 
newborn or a congenital deficit of coagulation factors.  Among them, 
approximately one in 5,000 children is born with hemophilia. A male 
newborn who bleeds, who clinically looks good and who has a 
platelet count, Prothrombin Time (PT), Thrombin Time (TT) and 
fibrinogen concentration within normal limits for his age, is most likely 
to have hemophilia.  

The bleeding pattern in neonates with hemophilia at the newborn 
stage is different from that seen in a breast-fed child and older 
children. The physiological prolongation of the neonatal Partial 
Thromboplastin Time (PTT) makes the diagnosis even more difficult, 
and the levels of factor VIII in the neonatal period are close to adult 
levels. Factor IX levels are low at birth and do not reach adult values 
until between two and six months. 

In the postnatal period, the coagulation results are interpreted 
using reference ranges that take into account both the gestational 
and postnatal age of the breast-fed child. When bleeding occurs,  
circumcision, venipuncture and heel punctures are the most frequent 
causes.  Umbilical bleeding or intracranial hemorrhage is less 
common. Intracerebral Hemorrhage (ICH) is usually subdural and not 
intracranial. Hemmorrhage in deep joints and muscles is the most 
characteristic in hemophilia and occurs in older children.  

Every newborn with a bleeding defect should be evaluated by a 
group made up of a gynecologist, a hematologist, a neonatologist 
and a geneticist and it is very important that before discharge, 
parents receive complete counseling on aspects of diagnosis, 
treatment and potential complications. 

 

 

 

 

 



 

 

 
 

Dr. Jairo Castro Jerez 
Pediatrician 

 
 

The pediatrician is a fundamental part of the link in the chain of 
management of patients with coagulation disorders, given that 
he/she is one of the first to have contact with the child who is 
bleeding.  

He/she identifies the bleeding, the severity and then stabilizes the 
patient. He/she also conducts the initial paraclinical study from the 
clinical history and background. Then, all this is referred to the 
hematologist, who will make the diagnostic determination and 
definitive treatment as a hemophilic patient.  

It also contributes to multidisciplinary in-hospital and outpatient 
follow-up of the disease, comorbidities, and crisis management. 

 

 

 
 

Laura Isabel Amaya 
Uribe 

Pediatric resident 
 

As a representative of all students and residents  in training, I 
cite our contribution as integral actors in the management of 
patients with bleeding. 

Hemophilia is a rare hereditary disease that alters the normal 
coagulation process. However, given its involvement, it requires not 
only the absolute study of the pathology but also the training of a 
multidisciplinary team that ensures comprehensive care for both the 
patient and his or her family. 

As pediatricians in training, we are usually the first filter to assist the 
child, whether in the outpatient department, the emergency room or 
other hospitalization areas. 

This is how our challenge and that of all the professionals who have 
the first contact with the patient is to intervene in the health-disease 
process from a biopsychosocial perspective, making a timely 
diagnosis, requesting the appropriate studies and complementary 
assessments and also defining, together with the professors, the 
specific treatment that will help maintain the quality of life and 
improve the prognosis. 

 

 

 

 

 

 

 

 

 

 



 

 

 
 

Dr. María Adelaida 
Córdoba Núñez. 

Pediatric Palliativist 

Hemophilia is a chronic disease that, although it has a treatment 
aimed at improving the quality of life and prolonging life, is incurable. 
This is why it is one of the diseases subject to attention by palliative 
care. 

Imagine a child and his/her family as a bridge that is able to withstand 
as much traffic as necessary as long as he/she is healthy. During the 
illness, the bridge begins to weaken. It has some structural 
weaknesses which are the physical, psychological and emotional 
symptoms secondary to the illness and medical treatment. Palliative 
medicine aims to strengthen that bridge so that it can again withstand 
the traffic! 

Strengthening the bridge includes strengthening the physical 
foundation, improving nutritional status, and decreasing symptoms, 
such as pain and fatigue. Similarly, it includes to avoid maximizing 
the stress of the "extra heavy traffic" of that bridge, i.e., suffering ... 
from physical, psychological, emotional and social symptoms! 

Pain has different dimensions that include a purely physical aspect, 
a behavioral aspect and an emotional aspect. Proper pain 
management includes all those aspects. Physical pain management 
includes: identifying it!  

Approximately 80% of patients diagnosed with hemophilia have 
recurrent episodes of acute pain, mainly associated with episodes of 
hemarthrosis. Of these, approximately 70% have chronic 
osteoarticular pain, which generates a significant commitment to their 
quality of life. Pain is a symptom that must be assessed and treated 
by a multidisciplinary team in a timely manner. 

How the bridge is strengthened: by decreasing physical 
deconditioning, decreasing the loss of muscle mass and improving 
rehabilitation. HAVING PAIN UNDER CONTROL... MAKES US 
STRONGER. 

Fatigue is another common symptom of the disease. It can appear at 
different phases of the disease. Fatigue is one of the most difficult 
symptoms to understand... imagine a giant rock that gets in the way 
of traffic and allows traffic to pile up on top of it all the time... this 
symptom can be managed through occupational therapy, purposeful 
art activities, and returning to school activities that challenge the child 
to focus on other interests and stimulate the cognitive activity. In 
certain cases, medication should be used to improve fatigue and 
prevent other behavioral disorders.  

How it strengthens the bridge: by decreasing cognitive 
deconditioning, decreasing sadness, decreasing anxiety and 
improving return to school. HAVING FATIGUE UNDER CONTROL... 
MAKES US MORE RESILIENT!  

These are examples of symptoms that appear during the different 
stages of hemophilia management... there may be many more along 
the way that increase the amount of heavy truck traffic on our bridge, 



 

but palliative care will be involved to continue strengthening the 
bridge so that it can withstand this heavy traffic.  

During the different phases of this disease above the bridge is 
hematology and below are the palliativists, the psychologists, the 
social workers strengthening the structure to achieve the greatest 
welfare even in the midst of a critical situation... this aims to 
improve survival, quality of life and, finally, so that their children can 
live days and not spend days. 

 

 

 
 

Dr. Oscar Calderon Uribe  
Children's Orthopedics 

As part of the multidisciplinary team that treats the child with 
hemophilia, we, the Children's Orthopedists, come across two 
frequent problems: hemarthrosis and muscle bleeding, which are 
usually managed with non-surgical measures, such as rest, physical 
therapy and splinting for very short periods, in addition to 
replacement of the deficient factor.  

When hemarthrosis is recurrent, it can lead to hemophilic 
arthropathy, hemophilic synovitis and cartilage destruction with 
stiffness and loss of the joint function.    

The challenge for the Orthopedist is to prevent the advance to 
catastrophic conditions. We use surgical techniques, such as 
arthroscopic synovectomy to remove the abnormal synovium and 
reduce the effects of persistent synovitis, which is recommended to 
be done at an early stage.  

Regular checkups of children with hemophilia allows us to identify 
the onset of loss of mobility and arthrosis in a timely manner, which 
impairs quality of life and worsens prognosis. 

 

 

 
 

Dr. Ana Maria Diaz 
Llamas 

Pediatric Stomatology 
Specialist. Pediatric 

dentist. 
 

Dental care of hemophilia patients is of utmost importance to 
Pediatric Dentists, since —like all specialists who are part of the 
multidisciplinary care group— we are concerned with providing the 
best treatments to ensure their right to an excellent quality of life. 
Therefore, we focus first on preventive aspects, such as maintaining 
proper oral hygiene, with procedures and techniques that reduce the 
risk of bleeding in the gums caused by local factors and thus avoid 
spontaneous bleeding. 

Another important moment for us is the change from temporary teeth 
to permanent teeth, in which we prepare children and their families 
to perform the extraction of the little tooth in the least invasive way 
possible, reducing the chances of profuse bleeding and thus face this 
process, which goes from 6 to 11 years old, without fear and having 
the tools and strategies to do so. Likewise, we do not neglect all the 
care in preventing caries injuries that may generate pain, infections 
or unnecessary complications.   

All our procedures are aimed at providing the best care, improving 
his/her dental experience and not generating pain. 



 

 

 

 
 

Dr. Nicolás Enrique 
Forero Castro 

Geneticist 
 

When hemophilia is treated as a disease of genetic origin, it is 
necessary that all patients with hemophilia and their families have a 
clinical follow-up by the medical geneticist, which can be done in 
two moments; the first one, during the diagnosis, in which, from 
the family trees, it is possible from genetics, to identify the members 
of a family group that can be carriers or have the disease, 
establishing a risk a priori (probable risk). On the other hand, taking 
advantage of technological advances at the genomic level, molecular 
studies allow the identification of the mutation responsible for the 
pathology. With this information, the medical geneticist will provide 
genetic counseling on the real risk of having and segregating 
(inheriting) the disease to the next generations. The second 
moment is after the diagnosis. In this space, we will seek to structure 
an early intervention plan based on the genomic information found in 
order to reduce morbidities (complications) typical of the pathology 
and guiding reproductive options through prenatal or preimplantation 
genetic diagnosis, based on the mutation identified in those affected. 
In this way, genetics seeks to contribute to improving the quality of 
life of those affected by hemophilia and their relatives (parents, 
siblings, children, etc.). 

 

 

 

 
 

Dr. Paula Carolina 
Guzman Cruz.                                

Pediatric Oncologist, 
Master in Epidemiology 

 
 

Many publications on the diagnosis, treatment, and prognosis of 
hemophilia appear every day, so  clinical epidemiology tools are 
very useful for using new evidence in favor of our patients. 

From oncology, it is important to mention that cancer can be related 
to defects acquired from coagulation due to multiple causes. Early 
detection and specific treatment of these conditions will be resolved 
with the help of the pediatric hematologist. 

 

 

 

 

 

 

 

 

 

 

 

  



 

 
 

Dr. Natalia Lucía 
González Suárez   

Pediatric 
Hematooncologist 

 

As a hematologist. I am linked to the comprehensive and 

multidisciplinary care of the hemophilic patient, coordinating 

management with other specialties and allowing parents and 

patients to identify the assistance path in the face of "hemostatic 

challenges" and comply with prophylaxis and other management 

indications and recommendations.  

 
Here are some tips per age group: 

 
Breast-fed child:  

- He/she should always be accompanied by a responsible 

adult. 

- The crib should have soft protectors to prevent trauma or 

injury from contact with the rails. 

- When crawling, ensure soft surfaces. 

- Limit the use of walkers. 

- Instruct parents in pain assessment (think about the 

symptom, if the child is irritable, has limitations in performing 

motor gains already achieved, or there is irritability). 

- Identify the care path in the face of any eventuality. 

Preschool and school  

- Teach self-care. 

- Instruct parents and caregivers in all matters concerning the 

disease, including factor management, or contact the support 

network assigned by the treating institution to initiate 

treatment if required. It is advisable to have a telephone 

number recognized by the family unit.  

- Have the basic supplies for the handling of bleeding, such as 

application of ice in local wounds and/or have bandages or 

cotton available to make a hemostatic compression. 

- Induce safe sports according to the World Federation of 

Hemophilia (swimming, table tennis, dancing, golf). Avoid 

risky sports, such as skateboarding and skating.  

- Identify the care path in the face of any eventuality. 

Adolescents:   

- Strengthen self-care. 

- Recognize and report any symptoms of concern, such as 

tingling, pain, among others. 



 

- Practice safe sports according to the World Federation of 

Hemophilia (swimming golf, fishing, hiking, dancing, table 

tennis, cycling) and avoid high-risk sports, such as (boxing, 

judo, motorcycling, karate, handball, basketball, soccer, 

volleyball). 

- Identify the care path in the face of any eventuality. 

 

 

 
 

Cecilia Malaver Fonseca 
Graduate 

Senior nurse. Pediatric 
Critical Care Specialist. 

 

Hemophilia is a disorder that chronically alters blood coagulation. 
Treatment must be constant, which is why people with this condition 
are in frequent contact with health care personnel. However, users 
can now carry out treatment from home and more independently from 
the hospital system. But in order for the patient to be successful in 
self-care, he/she and his/her family must be trained in the 
management of the disease. This guidance is given by the nursing 
group and consists of educating both the patient and his/her families 
on the correct ways to administer the medications and to recognize 
the warning signs. Therefore, the role of the nurse is relevant in this 
process, since this staff integrates the scientific knowledge of the 
therapeutic procedure, together with the social and family 
environment of each patient, thus seeking to create sufficient 
confidence in the patient and his or her family to carry out effective 
self-care and thus be able to lead their lives on a daily basis.  

 

 

 

 

 

 

 
 

Mayerly Lopez Zambrano 
Nurse-Hospital Day 

Administrative 
Procedures. 

 
 

Nursing care  is oriented to the prevention, maintenance and 
recovery of health. Therefore, support, information, education and 
assessment of the plan of care must be provided to the patient (self-
care in the outpatient and inpatient settings). To this end, it is 
necessary to establish an open dialogue and active listening, to 
resolve concerns and provide guidance on other aspects that may 
eventually arise.  

Nursing will guarantee the goals of the established treatment by 
providing the patient and his or her family with safety and the 
fulfillment of all the actions contemplated in its management. 

 

 

 



 

 

Why is the timely diagnosis and treatment of 

the patient with bleeding important?  
 

The World Federation of Hemophilia (WFH) has 

always conducted campaigns for the knowledge of 

these conditions. 

World Hemophilia Day also helps to highlight the 

importance of hemophilia programs and the team of 

professionals in charge of diagnosing, monitoring, 

and treating patients with coagulation disorders, 

such as: Hemophilia, von Willebrand and other less 

frequent coagulopathies.   

 

 

Published with the authorization of the patient and his/her mother. 

"You have to be strong and get ahead" 

 

This year the slogan for World Hemophilia Day is "PARTICIPATE  +”. This is why the 

Pediatric Hematooncology Service of the Department of Pediatrics and the Clinical 

Reference Laboratory for Hemostasis and Thrombosis of HOMIL, with the support of the 

Latin American Cooperative Group of Hemostasis and Thrombosis (CLAHT) and the 

Colombian Association of Pediatric Hematology and Oncology (ACHOP), institutional 

collaborators, students, residents, patients and parents, we JOIN the "+" today, which 

results in the WELL-BEING OF ALL. 

 

 

 



 

   

 

 

 

 

 

 

 

Gratitude: 

 

Área de Comunicaciones y Relaciones Públicas - HOMIL. 

Hechos y Crónicas Televisión. 

Divisais Alvarez Buelvas. 

Jorge Federico Gärther. Translator and official interpreter. 
 

  



 

 


