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APA YANG DIMAKSUDKAN DENGAN BERADA DI DALAM 

ZON SELESA? 

Adakah kita sedar dan kaji, dalam masa 10 tahun 

 

meneraju dan berjuang untuk mempertahankan hak-hak kita 

serta masa depan mereka yang senasib dengan kita? 

Bukan untuk menyalahkan sesiapa mahupun menganggap 

ahli-ahli jawatankuasa (AJK) PHM ini tidak bagus, tetapi 

membuat kita mencapai apa yang kita impikan. 

 

APAKAH PERANAN KITA DALAM PHM? APAKAH YANG 

BOLEH KITA LAKUKAN UNTUK PHM? 

Sejak kebelakangan ini wujud desas desus yang 

membimbangkan ramai pihak hingga banyak pertikaian serta 

mempertahankan hak masing-masing namun bila keadaan 

sudah mula tenang, ramai yang menghilang dan menyepi diri 

dengan 

keluarga, masa menjadi antara yang biasa didengar.  Cuba 

kita tanya diri kita sendiri, apakah 

Tidakkah mereka juga bekerjaya, 

berkeluarga?  

untuk diri, saudara serta masa depan sesama kita.  Pengiraan 

asas yang semua pihak boleh lihat, jika 9 orang melakukan 

semua kerja tentu tidak terkejar semuanya, tetapi andai 10 

tersebut, ianya pasti akan menjadi lebih mudah, lebih 

berkualiti serta lebih kuat pertubuhan kita ini. 

PHM hanyalah satu pertubuhan sukarela yang 

menjaga dan memperjuangkan hak 

kita jika bukan kita sendiri.  Andai ramai ahli yang lebih aktif 

dan membantu dalam perjuangan pasti perkara yang tidak 

sepatutnya berlaku akan terjadi. 

Peranan kita bukan semestinya dari wang ringgit dan kata-

kata sahaja, malah tenaga, penglibatan 

memperkukuhkan lagi pertubuhan 

yang kita cintai ini. 

Sedarlah saudara-saudara sekalian, janganlah kita leka dan 

lena lagi.  Berilah apa yang kita mampu untuk sama-sama 

generasi kita.  Jika kita tidak tahu 

cara atau apa yang boleh kita lakukan, tanyalah AJK PHM 

yang pasti berbesar hati untuk menerima bantuan anda 

semua dengan hati yang terbuka. 
 

 “BERSATU KITA TEGUH,  

BERCERAI KITA ROBOH” 
  

 
 
 
 

   
 BY AZRAF AZHAR 

BERSATU TEGUH BERCERAI ROBOH 

 
 

YURAN KEAHLIAN 
MEMBERSHIP FEE 

 
Sila pastikan yuran tahunan keahlian 

anda  telah dijelaskan sepenuhnya, 

PHM sangat mengalu-alukan anda 

mendaftar sebagai ahli seumur hidup 

dengan bayaran RM160.00 sahaja. 

 
Please make sure that your membership 

fee is fully paid. HSM welcomes you to 

join as a life member with one time  

payment of RM160.00 only 
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April 17 is World Haemophilia Day. It is a day observed internationally since 1989  
to increase awareness and understanding of haemophilia and other bleeding  
disorders. Most of us would have heard of haemophilia due to its royal connections. 
Queen Victoria’s son, Prince Leopold, Duke of Albany had haemophilia. 

surprising that haemophilia was called ‘the royal disease’.  
 
So, what is haemophilia? 

 factor VIII or IX in the 
blood of the individual. The individual lacking clotting factor VIII is said to have Haemophilia A and those lacking clotting factor IX is 
said to have Haemophilia B. 
This is a rare disorder; about one in 10,000 are born 
with Haemophilia A and 1 in 50,000 with Haemophilia B. 
The haemophilia gene is passed down from a parent to a 
child. The genes for Haemophilia A and B are on the  
X chromosome.  The X and Y chromosomes determine the 
sex of the child. Thus, the inheritance of haemophilia is  
sex-linked and to be specific X-linked. Men have one  
X chromosome thus if they inherit the affected X from their 
mother they will have haemophilia.  
Women have two X chromosomes, if they inherit the affected  
X chromosome from their mother or a father with haemophilia, 
the effect is balanced by the normal X chromosome. However, 
as they have an affected X chromosome they become a carrier and can pass it on to the child.

having haemophilia and 50% chance of their daughter being  

carriers.v 
In individuals with haemophilia, due to the lack of clotting protein VIII or IX, depending on the severity, 

spontaneous bleeds and profuse bleeding following minor trauma. Spontaneous bleeding 
occurs 

 repeated spontaneous bleeding. 
 

replaced with the safer recombinant factor concentrate. Older children with haemophilia and parents 
of younger children with haemophilia are trained to self infuse the factor concentrate. 
 
Children with haemophilia can exercise and participate in sports. Exercise prevents bleed. Strong muscles protect  
the joints and prevent spontaneous bleed into the joints. These children can safely participate in walking, swimming, 
cycling and badminton. Contact sports are not encouraged. 
 
The current trend is for children to be on prophylaxis factor concentrate as this reduces the episodes of bleed and 
allows them to lead a near normal life. 

  

HEAMOPHILIA - THE ROYAL DISEASE 

Dr Shan Narayanan  

Is a Consultant General Paediatrician at Hospital Fatimah,Ipoh.   

shannarayanan@gmail.com  

Topic > Medical Child Health | Saturday 01 Apr 2017 12:01 AM | by Dr Shan Narayanan 

https://www.ipohecho.com.my/v4/article/2017/04/01/haemophilia-the-royal-disease-2
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PERINGATAN  

KEPADA PESAKIT HEMOFILIA 
(Ahli Seumur Hidup sahaja) 

 
SILA HANTAR KEPUTUSAN PEPERIKSAAN ANDA UNTUK 

PERTIMBANGAN SAGUHATI SEBELUM  

******* 

REMINDER 

HEMOPHILIA PATIENTS 
(To All Life Member Only) 

 
KINDLY SUBMIT YOUR EXAMINATION RESULT  

FOR CASH AWARD CONSIDERATION 
BEFORE 

 
31 DECEMBER  

Academic Excellence In 

Cash 
Award 

Amount 

UPSR (min 3A) RM100 

PMR (min 5A) RM130 

SPM (min 5A) / Sijil Kemahiran Malaysia (SKM) - min 
CGPA 2.50 & above 

RM150 

STPM / LCCI / Matriculation RM200 

Passed Yearly Diploma - min CGPA 2.50 & above RM250 

Passed Yearly Degree - min CGPA 2.50 & above RM500 

CASH AWARD  

Saguhati ini hanya akan diberikan kepada pesakit-pesakit 
hemofilia yang menjadi Ahli Seumur Hidup sahaja.  

Ahli biasa dan mencarum tidak layak untuk saguhati ini. 
 

Semua permohon hendaklah secara isi BORANG 
“CASH AWAD” dan disertakan Salinan keputusan  

peperiksaan dari/atau surat kemasukan ke kolej/Universiti 
yang telah disahkan. 

 
Borang “Cash Award” boleh dapatkan dari  

www.hsm.org.my 
 

Pastikan anda mematuhi syarat-syarat tersebut sebelum 
membuat pemohonan anda. 

SAGUHATI KEPADA PESAKIT HEMOFILIA YANG  
CEMERLANG DALAM PELAJARAN 

HSM HAPPENING 2017 
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Malaysia. 

I am very pleased to welcome the new 
committee members of the Hemophilia Society of 
Malaysia to diversify our program and pledged to 
bring this organization into a bright future and more 
meaningful to the patients, family members and 
also the treaters. 

Like other sector of NGO’s, the Hemophilia Society 
of Malaysia much emphasis on education about 
hemophilia care which is expanding rapidly with 
changes in treatment which is commensurate with 
the current situation. 

parents by organizing camps and workshops. Apart 
from that our objective is :- 

• To provide facilities to enable patients & their 
families to interact with each other. 

• 

activities. 

• 

patients. 

• To advance the knowledge & management of 
hemophilia & to promote work in hemophilia 
& related subjects. 

• To act as authoritative body for the purpose 

professional interest concerning hemophilia. 

• To represent the opinion of The Hemophilia 
Society of Malaysia members. 

• 

periodicals, leaflets, other literary or scientific 
works that the society may think desirable for 
the awareness about hemophilia treatment & 
care. 

hemophilia patients from time to time in the field of 
education through many changes in the transitional 
period. 

The future of the society depends on the strength 
of our young generation.  So, to ensure the future 

hemophilia patient themselves must get education 
and knowledge about hemophilia.  I hope more 

towards a more perfect care for future generations. 

As a charitable organization, in collaboration with 
the Ministry of Health and relevant authorities; we 
continue to provide the necessary support not just 

patients will continue to guarantee a better 
treatment. 

Senior patients are most welcomed to join us so 
that together can give an idea, develop a stronger 
body and together face the challenges of life as a 

atmosphere.   

My advice to all patients is to gain greater 
knowledge about hemophilia.  As a patient we 

hemophilia and it is not just about treatment on 
prophylaxis or on demand only, but you need to be 

parties will enable us to become stronger. 

participate as an important person in the society. 

 
 
 
 

   
   
    

FROM THE SECRETARY’S DESK 

NORHANA HUSSAIN 
HSM Secretary 
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I t memorable day for me. 

Siong but some call me Wing Siong or Siew as 

short. I am a quiet person on the outside, always finding 

difficulties in controlling the volume of my voice. I could 

hear my own voice but others often couldn’t hear me. I 

like to avoid conversations that are too deep and serious 

because they may lead to misunderstandings or quarrels. 

I often use simple greetings such as “Hi” and “Bye” or 

gestures and body language to express something, some 

disagree and waving my hand to greet someone. I slowly 

I 

registered my name at the counter and waited at the 

lessen the tension I felt. I heard some good speeches 

inferiority complex whenever I receive an award, I always 

question myself if I really did deserve an award because 

my achievement wasn’t that impressive to me and I could 

have done better if I put more effort into it. 

Then the time arrived, when they announced the 

award for people who have achieved amazing results in 

school. I wanted to get it over quick and was carried up 

embarrassed to be carried up in front of the crowd. I felt 

tense but I managed to take the person’s hand who is 

giving the award to me. I bowed my head and shook his 

hand to show respect and took a photo with the man. 

Loud claps could be heard from the crowd and it made 

achievement was really that impressive and it made me 

value myself more than before. I finally understood why 

others like being recognised for their achievements, it 

definitely motivates a person to strive for more and aim 

higher.  

After the award ceremony was over, I spoke with 

a few familiar people and enjoyed the conversation I had 

with them. I am now able to see myself in a new light, I 

am not worthless and never will be. The future is bright 

and full of possibilities, as long as I put in the effort to 

change my life, I will live a good and successful life. I 

would like to thank my family for the support they have 

always given me and I look forward to what the future 

may hold for me.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

BY  

SIEW  

WING SIONG 

ACHIEVEMENT 

SIEW WING SIONG 
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and Kelab Hemostasis Wanita 

(KHWAN) organized 

Perak on 15th  and 16th  April 2017.  The programme 

patients of blood-related diseases like Hemophilia to meet 

one another, share their challenges and uplift each other. 
 
For the readers’ information, Hemophilia is a type of 

factor in the blood that 
causes difficulty for blood to clot in the body. The effect is very 
significant 
Previously, patients have to undergo blood transfer for  

injections to add the 
clotting factor lacking in their bodies. How great is God who 
creates? He just need to reduce a component in the blood to test 
us. As a human, we must be grateful to live happily in this world 
despite any test we are facing.  
 

experience, confessions 

on the ups and downs in life, sports events, self-injections 

training and the most challenging for the patients and their  

families is hiking to the top of Bukit Batu Putih, Gopeng.  
 
The idea of hiking to the peak of Bukit Batu Putih came from the 

HSM President Mr. Taqrir Akramin, a hemophiliac who is also a 

lawyer.  For him, even though climbing a hill is a near impossible 

task for 

planning and undeterred spirits. Thus, he wanted to challenge the 

participants to conquer Bukit Batu Putih, Gopeng.  

 

Some readers especially who have climbed Bukit Batu Putih may 

feel that the climb to the peak is not too challenging. However for 

hemophiliacs and the likes, every step of going up and down from 

the hill will cause bleeding which may cause swelling and intense 

pain especially in joints and also other parts. Thus, hill walking 

will be a major challenge to them. 

essential for them to reach the top of the 

hill. 
 
Honestly, the writer is quite shocked when almost all of the 

hemophiliacs accepted the challenge to climb the hill. From the 

overall participants, 93 had lined up early in the morning to start 

the hike. Also present 

conquered the top at 11.30 am. 

 

 

Photo 1: Group photo session before the hike. Participants 

were divided into two groups to hike the hill. 

 

Photo 2: Helping one another is extremely crucial when climbing 

especially for the hemophiliacs. Wearing the green cap is Taqrir 

as the HSM President also a hemophiliac, with his eldest son. 

Hemophiliacs Successfully Conquer  
Peak of Bukit Batu Putih 
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Photo 3: Group photo on the peak of Bukit Batu Putih. To 

capture all the participants in one photo 

restricted space on the peak.  

One of the comments I would love to include here is by  

Mr. Edwin Goh, a Vice President of HSM and also a  

hemophiliac.  He said, “This hiking is neither a competition nor 

an individual event. It is only we the teamwork and help from my 

blood-brothers that made what seems a challenge and 

impossible task for me to be possible."  He added, “Today we 

proved that even though we are hemophiliacs, we can take up 

any challenge.” 

Dr Jameela 

Satar who also participated in the hike said, “I was very  

impressed to see the mothers carrying their children up the hill,  

and perseverance showed by the patients. They and their  

family members have shown wonderful cooperation and helping 

one another until they reach the peak of the hill. This is the spirit 

we need for them to carry on their difficult lives”. 

Finally, the writer as one of the programme committee members 

would like to express gratefulness for the programme had went 

smoothly and all participants had conquered the peak and got 

down safely. This experienced is hoped to benefit especially the 

participants to face more challenges successfully in life. All the 

patience, planning,  cooperation, tolerance and respect and 

much more in this programme hopefully will reflect happiness in 

our lives and others no matter any challenges should come on 

our way. 

Writer is Dr Mohd Fakhizan Romlie, father to a hemophiliac, is a 

lecturer in electrical engineering in Universiti Teknologi 

PETRONAS. 

 

Photo 4: Edwin Goh, one of the hemophiliacs who successfully 

conquered the peak of Bukit Batu Putih. 

 

 

 

 

 

 

 

 

 

 

 

Photo 5: The writer and his family during the hike, one of the 

writer’s children is a hemophiliac. 

SMS COMMUNICATION  
 

BERITA SMS PERCUMA UNTUK ANDA! 

Anda berminat mendapat berita terkini mengenai 

Pertubuhan kami? Mudah sahaja untuk ahli -ahli 

pertubuhan. Anda hanya perlu memberikan  

nombor telefon bimbit anda untuk disimpan dalam 

pangkalan data telefon Pertubuhan dan kami akan 

SMS berita terkini berkenaan aktiviti-aktiviti sepanjang 

tahun. 

Sila hubungi/sms kami di  

016-2129501 (Hana)  

FREE SMS NEWS FOR YOU!! 

Do you want to be regularly updated with 

news of our society? It ’s easy now for mem-

bers. Just  provide us your handphone number to 

stored in our society’s telephone database and we 

will SMS you our latest news on our activities 

throughout the years. 

P lease ca l l /sms us at   

016-2129501  (Hana)   
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KEM  

Saban tahun kita mahupun anak-anak kita 

menghadiri aktiviti tahunan Pertubuhan Hemofilia 

Malaysia (PHM) iaitu kem remaja dan kem senior.  

Tahukah anda apakah tujuan atau sasaran sebenar 

kem ini diadakan?. 

Ramai remaja dan kanak-kanak beranggapan 

 

berumur 17 tahun kebawah) adalah untuk 

berdikari dalam mengurus kehidupan hemofilia di 

dunia luar, berdisiplin dalam kehidupan seharian 

serta berani menghadapi masyarakat yang tidak 

memahami situasi keadaan mereka.  

Ada beberapa pengalaman peserta yang boleh 

menyesal tidak menyertai aktiviti ini dari kecil atas 

sebab-sebab tertentu.  Ada juga yang sudah 

menjadi lebih baik secara langsung atau 

malu 

sudah mula boleh membuat persembahan di 

Mereka juga akan diajar cara senaman yang sesuai 

dan juga suntik sendiri selain dari pemakanan yang 

sihat dan penjagaan kesihatan yang betul. 

Bagi kem senior pula, skop sasaran diubah dari 

konsep kendiri ke konsep mandiri. Skop dari segi 

sosial, keluarga, kerjaya dan diselitkan dengan hala 

tuju pengidap sebagai pelapis tunjang PHM.  Ada 

diantara pengidap yang tidak tahu di mana tempat 

untuk berkongsi masalah yang mereka 

yakin 

menyelesaikan masalah mereka kerana mereka 

serta sosial  adalah antara masalah yang utama 

kepada mereka ini. 

Kesimpulannya, program ini sememangnya wajar 

dilakukan setiap tahun. Kepada pengidap-pengidap 

Hemofilia di Malaysia, 

Kepada ibu bapa pula, hantarlah 

dan izinkanlah anak-anak untuk mereka merasai 

pengalaman ini. Mungkin 

merasai aktiviti kem di 

sekolah mereka kerana takut akan kecederaan dan 

untuk melakukan aktiviti-aktiviti yang mereka tid-

ak dapat lakukan di luar sana.  
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CABARAN  

e-NEWSLETTER  

Salah satu langkah kami  

ke arah Mesra Alam:  

Anda kini boleh muat-turun e-Cabaran dari laman 

sesawang kami di www.hsm.org.my.  

Jika anda masih memerlukan senaskah Cabaran,  

sila maklumkan kepada kami melalui email di  

hemophiliamalaysia@yahoo.com 

******* 

As part of our mission to Go Paperless:  

You may now download e-Cabaran directly from our 

website at www.hsm.org.my.  

If you still need a hardcopy, please email us at  

hemophiliamalaysia@yahoo.com  

FACEBOOK 

“HEMOFILIA MALAYSIA FAMILY” 

 

All are 

information, experiences, questions and so on about  

hemophilia or the activities organize by the Hemophilia  

Society of Malaysia.  However, writing that may offend others or 

things that are not pleasing is not allowed. 

. 

 

berkongsi maklumat, pengalaman, bertanya 

soalan dan sebagainya mengenai hemofilia atau aktiviti-aktiviti 

yang dianjurkan oleh Pertubuhan Hemofilia 

menyinggung 

perasaan individu lain atau perkara yang tidak sihat adalah tidak 

dibenarkan sama sekali. 

Terima kasih dari pihak pentadbiran ‘Hemofilia  Malaysia 

Family’.     

 

 

 

 

 

 

 

 

 

 

 

 

 

 

By Azfar Azhar 

http://www.hsm.org.my
mailto:hemophiliamalaysia@yahoo.com
http://www.hsm.org.my
mailto:hemophiliamalaysia@yahoo.com
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KELAB HEMOSTASIS WANITA (KHWAN) 

MUI PING STORY  

H ello, dear readers, 

and 

insurance agent in Sabah, 

Malaysia. Yes, I am a lady 

with bleeding disorder, yet 

this has never stopped me 

to live my life as a normal person. 

According to my mother, when i was 2 years 

old, my throat was injured by trumpet. Then, I 

was hospitalized quite some times due to 

uncontrolled bleeding and doctors failed to find 

out what was exactly going wrong with me. 

Yeah, everybody knows the fact that parents 

all around the world loves their children, they 

always give the very best to their children. So, 

when i was 5 years old, my mother brought me 

to Margaret Hospital in Hong Kong for further 

medical check up. And this was how i was 

diagnosed with Type 3 Von Wilebrand disease. 

bleeding and bruises at various parts of 

my body. I did also experience a 3-months 

hospitalization due to only tooth extraction. I 

experienced nightmares during my teenage time 

too, due to heavy menstrual bleeding, oh my 

God! Thanks to innovator for the 'Mireya Coil', 

my life has become better and my monthly men-

strual period is being controlled until today. Day 

by day, i am getting used to my diseased life. In 

order to make my life better, i am compliance to 

my prophylaxis treatment, which is VWD-factor 

injection. 

As i mentioned above, having this disorder never 

stopped me to colour my life. I shared without 

hesitation about Von Wilebrand disease to my 

friends and how it affects my life especially as a 

woman. Positive thinking during hard time is the 

life motto that keeps me strong until today. Here, 

i would like to take this opportunity to express 

my gratitude to my family members, Dr. Jameela 

and all the nurses for their unconditional 

supports and cares. You all have make my life 

wonderful.   

BY FIONN KHO 
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SABAH ACTIVITIES  
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 HSM HAPPENING 2017 

PRELIMINARY DEVELOPMENT PLAN FOR MALAYSIA/Global Alliance for Progress (GAP) – Second Decade /Tier 3 (Mid level GAP Program) 2017 – 2019 

Meeting in progress for the coming Health Day & also in conjunction with World Hemophilia Day & PI Week. A collaboration between  
the Hemophilia Society of Malaysia, MyPOPI & Pusat Darah Negara  

Perjumpaan dengan 
Kementerian Kesihatan  
Malaysia (KKM) 
**************************** 
A fruitful discussion with 
Ministry of Health (MOH)  

Pyhsiotherapy session  
Exercising the Right 

Way with Amirrudin Mat 

Esa and Zaiman Ali  

https://www.facebook.com/Hemophilia-Society-of-Malaysia-174547109245390/?ref=gs&fref=gs&dti=147315701980715&hc_location=group
https://www.facebook.com/amirrudin.matesa
https://www.facebook.com/amirrudin.matesa
https://www.facebook.com/Idaman2025
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Adenotonsilitis In Children 
Topic > Medical | Child Health | Wednesday 01 Feb 2017 12:01 AM | by Dr Shan Narayanan 

What are Adenoids and Tonsils?  

An adenoid is a lymphoid tissue between the back of the nose and the throat. Tonsils are two small masses of  

lymphoid tissue one on each side of the root of the tongue. 

 

What is Adenotonsilitis? 
 
Adenotonsillitis is the inflammation of the tonsils and adenoids. 
 
What Causes Adenotonsilitis? 

Adenotonsilitis is caused by a viral or bacterial infection. Adenovirus, Influenza Virus, Parainfluenza and Streptococcus species of  

bacteria are the commonest organisms involved. 
 
How is Adenonsilitis Spread to Other People? 

The virus and bacteria that cause Adenotonsilitis are airborne and thus easily spread to other individuals. 
 
What are the Signs and Symptoms of Adenotonsilitis? 

The symptoms are fever, sore throat, swollen tonsils that are red and may have white spots on them. This is associated with coughing,  

headache, and swollen lymph nodes. At times children may have nausea, vomiting, hoarseness, and bad breath. 

If there is adenoiditis as well, children have blocked nose, nasal discharge, snoring and mouth breathing. 

In the event the tonsils and adenoids are very large and obstruct (block) the airway, the child may have a sudden difficulty to breathe while 

she is asleep. This suddenly awakens her. This phenomenon is called Obstructive Sleep Apnoea. 
 
How is Adenotonsilitis Diagnosed? 

Your child’s doctor will ask her symptoms and examine her to make a diagnosis. 
 
How is Adenotonsilitis Treated? 

Taking paracetamol or ibuprofen helps to reduce fever and pain. Gargle and/or lozenges help to reduce pain in older children. Encourage 

her to drink plenty of fluids and rest. At times symptomatic treatment for cough, blocked nose and nasal discharge may be needed. 

If bacterial infection is suspected, a course of antibiotics is given. If this treatment does not settle the fever and sore throat than the child 

will need to be admitted into hospital for intravenous antibiotics. 

Most of the time, adenotonsillitis gets better within a week. However, a small number of children have  

tonsillitis for longer, or it keeps returning. Thus surgical treatment may be needed. 

In this situation your doctor will refer you to an Ear Nose and Throat Specialist. 
 
What are the Complications of Adenotonsilitis? 

Sometimes complications arise as a result of adenotonsilitis and it is mainly after a bacterial infection. 

eardrum and inner  

ear becomes infected by bacteria. A collection of pus develops between one of the tonsils and the wall of the throat. This is called  

peritonsillar  abscess or Quinsy. 

Rarer complications are: 

Obstructive sleep apnoea (as explained earlier) 

Glomerulonephritis 10 to 14 days after streptococcal tonsillitis.  

Glomerulonephritis 10 to 14 days after streptococcal tonsillitis. . 
Dr Shan Narayanan 

Consultant General Paediatrician  
at Hospital Fatimah, Ipoh  
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Family Matters 

Infusions are a significant and challenging 

part of life when you have a child with a 

bleeding disorder. However, there are ways 

for parents and caregivers to make  

infusions less stressful. Following the ABCs 

below can help ease the pain and anxiety of 

the procedure. 

  

A stands for active role 

With bleeding disorders treatment in  

children, let kids be involved in their own 

care and infusions. The right level of partici-

pation is guided by a child’s age and personality. But any involvement can help kids feel more empowered and less stressed out. 

Preschoolers can help set up for their infusions by laying out the mat and gathering supplies. Older children can take on more  

complex tasks, such as reconstituting the factor and drawing it up into a syringe, with adult supervision. They also can push factor 

once the vein has been accessed. 

In addition, parents can help kids feel more involved through open communication. Simply letting them know what is going to  

happen and explaining why infusing is good for them is the best approach. Let children share their concerns. Be a good listener, 

reflecting on what they are saying. But also remember to be a supportive coach, reminding them that they can do this and that 

you’re all on the same team. 

 

B stands for breathing 

If you’re giving the infusion treatment, take a moment to breathe deeply before you start gathering the supplies. Calm your mind 

and the environment using soft music or meditation techniques. Put yourself in the best frame of mind to be positive, composed 

and  

focused. Remember: You’re serving as a model to your child on how to approach infusions. 

Similarly, start teaching toddlers to practice slow breathing and stretching to find their calm space. Allow your child to cuddle a  

favorite stuffed toy or watch an entertaining video. 

Distraction can ease tension and take the mind off pain signals. Parents can talk children through the procedure, reassuring them 

they’re doing a great job at each step. A favorite cartoon playing on your tablet or a song on your smartphone can also draw  

attention away from the needle. 

 

C stands for community 

The bleeding disorders community offers helpful resources for parents and children. Many hemophilia treatment centers (HTCs) 

have child life specialists and social workers who can help parents and children prepare for infusions. The National Hemophilia  

Foundation (NHF) has videos about infusion and infusion tips on its Steps for Living website. Chapter events are another good 

place to seek practical advice from other moms and dads who may have more experience and practice. 

For children 7 and older, bleeding disorders camp provides a supportive environment to learn how to self-infuse. Young campers  

see older camp counselors infusing, and HTC nurses teach them how. 

Acknowledging and coping with the realities of infusion help parents and children forge ahead. With practice, you will find the tips 

and tricks that work for you. 

The ABCs of Managing Infusions  
for Children with Bleeding Disorders 

Reducing the stress and pain of the poke/Author: Nancy Mann Jackson 

https://hemaware.org/life/family-matters
https://stepsforliving.hemophilia.org/resources/videos/half-life
https://stepsforliving.hemophilia.org/next-step-kids/treatment-kids/self-infusion-kids
https://stepsforliving.hemophilia.org/
https://www.hemophilia.org/Community-Resources/Locate-a-Camp-Near-You
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CONTACT INFORMATION :  
c/o PUSAT DARAH NEGARA, JALAN TUN RAZAK 50400 KUALA LUMPUR 

TEL : +603 26132700/ 2701 FAX : +603 26980701 
■ www.hsm.org.my ■ Hemophiliamalaysia@yahoo.com  ■ facebok.com/Hemophilia Society of Malaysia  ■ http://twitter.com/HemophiliaMsia  
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