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WELCOME!
[image: Description: Ward.tiff]
Welcome to Muhimbili Children Cancer Project, Tanzania’s national centre for treating children with cancer. By coming here, you have ensured that your child will get the best possible cancer treatment available in Tanzania.   However we know that arriving on the ward is always a bit overwhelming, so we hope that this booklet will help introduce you to the ward, and give you the information that you need, both about the ward and about childhood cancer and its treatment.








Foreword – letter to parents & history – Dr Trish
Dear Mama’s and Baba’s
You are warmly welcomed to our Children’s cancer ward.
If you are reading this message, your world has just been dealt with a terrible shock – a child whom you love dearly, has been diagnosed with cancer. We understand that this is a devastating and frightening time for you. We are truly sorry that any child and family have to go through this terrible illness. But we want you to understand that you are not alone.
We at the Upendo Children’s Cancer Ward are here to help you through this difficult time. You and your children are our only concern and priority. With your help, we will form a strong team to battle your child’s cancer. From the day you arrive on the ward you become part of our special family. Every staff member on this ward considers all our young patients as VIP (very important person)’s.	Comment by Bode: Would say: each of our young patients as VIP (very important person).  This way you don’t’ have to struggle with the ‘s
Most people think that cancer is a death sentence, but this is often not the case. There are very many good treatments available to try to cure your child of cancer, available freely on the ward.
Please believe that we will do all we can to find out what exactly is wrong with your child and choose the best available treatments and if we can, cure your child so they can go home and live a long and happy life.	Comment by Dept. of Aquatic Sciences & Fisheries: But the kid is already suffering from cancer. Can we put the right wording here? Like what type of cancer or stage of cancer or something like this?	Comment by Trish Scanlan: Thanks Blandina – I know what you mean but many of the children come to the ward with a suspicion of cancer but it has yet to be confirmed.
If we find that we cannot cure your child we will be up front and honest with you. Even then there is much we can, and will do, to minimise pain and suffering. 	Comment by Bode: We can and will do (no commas) or: can – and will – do to …
Please help us in this battle by telling us your worries, listening carefully to our instructions and informing us if things happen that you don’t like or understand.  
This handbook is meant to guide you through your time on the ward. It contains information that will be vital for you to understand how to keep your child well. It will also explain many of the confusing experiences you will have in the initial few days/weeks on the ward. Please read it carefully and refer to it often. If you have a question that is not answered please let us know and we will try to address it.
With much love and understanding,
Dr Trish Scanlan
Children’s cancer specialist and cancer survivor
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[bookmark: _Toc298163117]
support TEAM CARING FOR YOUR CHILD
HOSPITAL STAFF
There is many different staff in the hospital that you may need during your child’s admission:
PAEDIATRICS ONCOLOGIST
These are doctors who are trained in the diagnosis and treatment of children with cancer and plan the treatment (including some combination of chemotherapy, Radiotherapy and surgical treatment).
WARD DOCTORS
These are doctors (like interns and residents), at different stages of their training who look after your child in the ward.
SURGEONS
These are doctors who do operations. They may remove all or part of a tumour and other procedures such as chest drain insertion.
NURSES
The nurses are always on the ward. They give antibiotics and chemotherapy, do dressings of wounds and check the children’s temperatures.
PHARMACISTS
They dispense the medicines ordered by the doctor. They store and look after the medicines safely.
PHYSIOTHERAPIST
They help the children to move around and give exercises for stiff or sore limbs.
RADIOGRAPHERS
They take x-rays, CAT scans and MRI tests.
TLM (TUMAINI LA MAISHA)
This is a Non Governmental Organisation (NGO) registered in Tanzania and dedicated to the care and support of children with cancer and their families. The team includes doctors, a family liaison, play therapists, teachers and administrators. We are here to help you. If you would like to know more please ask any staff member from Upendo Ward or from Ujasiri House, the family hostel where you will be warmly welcomed.
[bookmark: _Toc298163118]The Map
To help you find your way around….
[image: ]

[bookmark: _Toc298163119]About cancer
Cancer is one name for a group of diseases. Each type of cancer has its own name, treatment and chance of control or cure.
To understand cancer, you must first understand what cells are. Every part of our body is made up of cells that fit together like building blocks. Cells of the same type grow together to make different kinds of tissue, for example fat, muscle, bone, nerves and blood (a liquid tissue). Cancer is a disease of any one of these cells.
Normal cells get worn out and die in a regular fashion. New cells are being made all the time to replace these cells. These new cells are formed in an organised controlled way to maintain healthy tissue in both structure and function. If this process goes wrong and gets out of control the cells produced are called cancer cells. They take the place of a normal cell and develop in a disorganised, uncontrolled manner to form a lump called a tumour.  This tumour both looks abnormal and limits the normal function of the tissue in which it appears. These uncontrolled cells can also leave one tissue and invade another. The lumpscan thus appear in different places around the body.
Cancer in children can be divided into three types:
· Solid tumours (affecting the bone, organs and other tissues in the body) 
· The blood (which causes a type of cancer called leukaemia)
· The lymphatic system (causes a kind of cancer called lymphoma)

PICTURE[image: http://www-ipcms.u-strasbg.fr/spip.php?action=acceder_document&arg=509&cle=5c1a0c6c4d4720018aed9e0ad3ac293c&file=gif_image_4_FRET-2.gif]

How did my child get cancer?
In most cases no one knows why, but we do know that it is no one’s fault. There is nothing that you did to cause this cancer and nothing you could have done differently to prevent it happening.
Cancer is not a disease you can catch from someone else. It is not infectious.
Although it is something that many people are afraid of and do not like to talk about, cancer is surprisingly common, one in three people will have cancer at some point in their life. It is however very rare in children.
Rarely there is a family history of cancer in childhood. Most of the time however, the cancer developed as a random event of very bad luck and the chance of another family member developing childhood cancer is extremely low. If your child has one of the rare types of cancers with a risk to other family members/other children then this will be explained to you in detail by the medical team.


[bookmark: _Toc298163120]On first arrival to Upendo ward
[bookmark: _Toc298163121]a) Where your child will be admitted:
We have two wards in the children’s oncology centre at Jengo la Watoto, Muhimbili National Hospital. They are called Upendo and Tumaini Wards. When admitted your child will be seen very regularly by doctors and nurses:
[image: ]Upendo ward – this is our acute care unit. All new admissions begin here. And all sick children need to be admitted to this ward. Children are seen on a formal doctors ward round twice a day on Monday to Friday and once a day on weekends. Nurses are available on the ward day and night. Oncall doctors are available if needed at all times.

Tumiani Ward – this is our step down ward. Your child will be admitted here if they need to be in hospital for injections etc but are otherwise well. There is a daily ward round on this ward Monday to Friday. If your child becomes unwell (including developing a fever, repeated vomiting etc.) while staying on this ward please alert the medical or nursing team immediately and you and your child will be transferred to Upendo ward for more critical care.
Ujasiri House – As most chemotherapy is given regularly with relatively short intervals many families cannot travel home safely between cycles of treatment. Instead you will be warmly welcomed to our hostel called Ujasiri House. This is a home away from home and is explained in more detail in Section 11. Only stable children can be moved to Ujasiri House.
[bookmark: _Toc298163122]b) Family Liaison Officer
When you first arrive on Upendo ward you will no doubt be tired, scared and confused. We have a team of experts (introduced above) who are here to support you through this ordeal. In the first 24 hours you will meet this team. One of the most important people in the initial period is the Family Liaison Officer. She will meet with you in the first 24 hours of arriving at Upendo ward. She will explain the normal routine including:
What has happened so far to your child.
How to access blood tests and Xrays.
What the likely diagnosis is or how the medical team intend to arrive at this diagnosis if it is not clear.
Daily life on the ward including ward rounds times, taking an accurate temperature, explain all medications currently prescribed for your child, what they are for, when they are given and what you are responsible for. 
What treatment your child will require.
How to watch for side effects and what to do if you see them.
She will also make sure that your child is registered as a cancer patient in the hospital and therefore exempted from all payments for treatment available in the hospital.	Comment by Dept. of Aquatic Sciences & Fisheries: Is it reall ALL?
If you have any questions or concerns please let the family liaison officer know and she will inform the medical team if she cannot immediately deal with your concern. 
On first arrival your child may be extremely unwell and a lot will be done to try to stabilise him/her. Please listen carefully to all instructions and ask if you are confused about anything. 
This manual should be used to understand various aspects of life on the ward. 
[bookmark: _Toc298163123]c) Medications prescribed prior to arrival.
Your child is likely to have been given tablets and other medications before coming to the ward. It is very important to be aware that there are many drugs that are dangerous for your child who has cancer, especially when receiving chemotherapy. What you MUST do:
Please inform and show the medical team any medication you may have been given prior to arrival, as these medicines may not help your child or they may need to be modified (and possibly discontinued) due to interactions with new medicines given on Upendo. This is extremely important. 
Please inform the medical staff if you intend using any other medications not prescribed by the Upendo medical team no matter what the medication and no matter who prescribed it. This includes TB and HIV medication, antibiotics, herbal or traditional medicines.
What you will be asked to help with:
We ask you, at all times, to be an active participant in your child’s care. In particular we ask the following:
If you are worried about something or if you are upset with something that has happened on the ward please let the Family Liaison Officer or any member of the medical team know so we can address it for you.
Help us count things, such as frequency of your child’s urine, bowel motions, vomits, drinks taken, bags of IV fluid received, feverish episodes, each day. Please be aware that this is very important information and the medical team will rely on you for this information.	Comment by Bode: Or …things:
Watching for and measuring fevers.
Giving oral medications – if you are confused please ask. If your child refuses to take a medication tell a member of staff immediately. If you run out of a medication make sure the medical team is aware. Never ever stop a medication/run out of tablets without notifying the medical team!
Collecting urine – sometimes, especially at the beginning of your child’s treatment you will be asked to collect all their urine to make sure the kidneys are working properly. Please follow the medical staff’s instructions carefully or ask If you are confused.
Reminding medical staff of things: your child’s scan or outpatient appointments, or dates for blood checks and chemotherapy treatments, if intravenous drugs are late, if your child needs a wound dressing changed.
As you spend time on the ward you may become quite an expert. If you see another parent struggling with anything please inform a member of staff. If you have time and if you feel able to we would also appreciate any support you can offer each other. Newer parents will welcome advice from more experienced parents.
If the guardians of your child changes over time please make sure that the new carer has been briefed on all aspects of your child’s care. Please inform the medical team of the change over in care and introduce the new carer to the team. Otherwise things will be missed, misunderstood or forgotten. This can be dangerous for your child. They must know what medications your child is receiving. They must be aware of any appointments your child is waiting on.
Please do not leave your child unattended at any time. If you must leave the ward and your child for short periods of time please ask another parent to take care of your child during that time period, no matter how short.
[bookmark: _Toc298163124]d)  Communication
All the staff on Upendo ward is there to help you and your child. However we understand that it is a very busy place and sometimes families need more time with a doctor or nurse than we first assume. There may also be times when you are confused or feel that your needs are not being listened to. You may not always fully understand what is going on even if a doctor or nurse has given an explanation. 
TELL US!
It is extremely important that you feel listened to. Your concerns are valid and you have a right to understand what the doctors and nurses are doing when it comes to your child.
Please ask questions. If you feel ignored please make a member of staff aware. Ask for an appointment with the doctor. We will make extra time for you. We always welcome parents’/caregivers’ input in all decisions we make. There is often more than one way of managing a problem. You may be able to help us find the best one for your child.
You have every right to refuse a treatment if you do not want your child to have it. But please be aware that we only offer treatments that are in your child’s best interest. If we deem that your refusal will lead to your child dying or significantly impact your child’s chance of cure unnecessarily we will make every attempt to explain this to you as best we can. We may ask you to bring other family members to the ward for a group discussion so we can resolve any confusion for the best for your child.
[bookmark: _Toc298163125]e) Photographs
Photographs are taken of your child during your time on the ward for a number of reasons. Often the doctors want to document tumour size before during and after treatment to confirm that treatment is working. We provide all services to you for free at all times. We have several ways of generating interest from donors and supporters. Taking photos of your children doing well, looking happy and healthy is one of those ways. 
On arrival to the ward you will be asked to sign a consent form to allow us use your child’s image in these promotional photos. We will not use images of your child unwell and you can say NO to photos at any time. Please just let us know.


[bookmark: _Toc298163126]Tests
Certain tests are performed when children arrive at Muhimbili to help the doctors to diagnose what type of cancer they have and which parts of the body are affected. Sometimes the cancer may present in an obvious place but may also be present somewhere else that will only be found by doing tests. These tests will include blood tests, X-rays, laboratory examination of a piece of tissue from the lump (or abnormal site, etc). This helps the doctors plan the right treatment for each child.
These tests may also be repeated several times during treatment so that the doctors can see how the treatment is going, to confirm the cancer is reducing/responding to the treatment and letting the team know if any changes to treatment need to be made.
Depending on their cancer, different children will have different kinds of tests, so do not be surprised if you find that your child is having tests that are different to other children on the ward.
[bookmark: _Toc298163127]a) Blood tests:
[image: SAM_0470]1. Full Blood Picture (FBP): there are 3 different types of cells in our blood. This test looks at each of these cells in detail to find out if they look normal in quantity and quality. The three cells are:

Red cells – carry oxygen around the body in a substance contained in red cells called haemoglobin. If this gets too low your child will feel tired and possibly breathless and should receive a blood transfusion. Please note: If you have been given tablets for low blood levels please tell the team immediately as these are not allowed for your child as they can be harmful in some situations.
[image: SAM_0488]White cells – fight infections. The most important white cell to fight off bacteria is called a neutrophil. Problems develop if these are too low: Chemotherapy may have to be delayed; fever becomes a dangerous symptom and you must alert the medical team immediately if your child experiences fever (more than 38 degrees).
Platelets are needed to clot blood. If they are very low your child might experience bleeding or bruising and should receive a platelet transfusion. 

2. Blood smear:  we look at the blood under a microscope. Thus we can diagnose problems with blood cells – including abnormal amounts, shapes and foreign particles – these can indicate many problems including anaemia, malaria and blood cancer.
3. Complete Chemistry Panel (CCP) is used to test different levels of normal chemicals in the blood, important for diagnosis and to see If the kidneys, liver and bones are all healthy and functioning well.
4. HIV Screen is performed routinely on arrival for every child. The HIV status is important to know for treatment planning.
5. Hepatitis Screen is done on arrival to see if a child is Hep B and/or C positive or not. This is important to know for treatment planning. Every child admitted to the ward is tested routinely.	Comment by Bode: Maybe better: has had  … or is … positive
6. Blood group/cross match test done on arrival so the child’s blood type is known in case they need a transfusion.
7. Coagulation screen - another part of the clotting system are proteins in the blood. This test checks that these proteins are functioning normally.
8. Other blood tests – there are other blood tests ordered from time to time depending on your child’s diagnosis. These tests will be explained to you as required.
[bookmark: _Toc298163128]b) Urine tests:
Urine for protein, microscopy, culture and sensitivity: This test is done if your child is suspected of having a kidney infection or if the team are worried that your child might have blood/protein in their urine. A small sample of urine is collected and sent to the lab at MNH. The best sample is called a mid-stream specimen. To catch this properly, clean your child gently then allow them to pass urine, let the initial urine pass and about halfway through the stream catch a specimen.
Urine for VMMA: This sample is taken if your child is suspected of having a tumour called a Neuroblastoma – a nerve cell tumour. It is sent to Ireland for analysis. The most important part of this test is that you ensure that the medical staff are given this urine sample within 2-5 minutes of collection. Otherwise the sample must be discarded and recollected. The doctors will add a medicine to the urine immediately to protect it.
[bookmark: _Toc298163129]c) Bone marrow Tests
Bone Marrow Aspiration (BMA): The blood is manufactured inside our bones. This area in the bones is called the bone marrow. A BMA is a test where liquid bone marrow is taken from inside the bone through a needle inserted at the back of the hip. This assists the doctors in diagnosing blood cancer and sometimes to see if other types of cancer have moved into the bone marrow from their original site. This is usually performed on the ward. There is a small increased risk of bleeding with this test so you need to observe the site very carefully for bleeding following this test for 24 hours.

Bone Marrow Biopsy (BMBx): a sample of non-liquid bone marrow is taken from the hip bone with a special needle and examined to see if cancer is present and if so which type of cancer it is. This is usually performed on the ward and will appear identical to the above investigation to you. There is a small increased risk of bleeding with this test so you need to observe the site very carefully for bleeding following this test for 24 hours.
[bookmark: _Toc298163130]d) Tissue biopsy tests:
Tru-cut biopsy: A sample of tissue is taken from a soft tumour mass and examined under a microscope to find which type of cancer it is. This is usually performed on the ward.

Open Biopsy: This is a test performed by surgeons. They open the skin to visualise the mass before they take the sample. This is often done in the operating theatre.

Note: Sending these tests to countries outside of Tanzania: Some specialised tests are not yet available in Tanzania. These tests may be extremely important for your child and may help to accurately diagnose and guide us to the correct and most effective treatment. Your child may have a better chance of cure if we have the answers these tests provide. 

We require your permission, in the form of a signed consent form, to send these samples to other countries – Ireland and Austria are the two we are currently partnering with but in time there may be others.

Your cooperation with this service is requested. Please ask us if you have any questions or concerns. At no point will you be asked to pay for these tests.

[bookmark: _Toc298163131]e) Spinal Examination
[image: DSCN0115]Lumbar Puncture (Spinal tap)- is the test that is done to see if there are cancer cells or an infection in the fluid around the brain or spinal cord. For some type of cancer chemotherapy can be given in the spinal canal through the same needle after the cells are removed for testing. Some children may have headache or backache after the test. There is a very small chance that your child could get infection in the spinal fluid after the test or bleed under the skin where the needle was placed. Therefore we must monitor your child for some time following the procedure. Please let us know if you are worry about you child following any procedure.	Comment by Bode: Mayby add. Thus we have to monitor the child for a while.   ??? otherwise it is scary…



[bookmark: _Toc298163132][bookmark: _Toc298163133]f) Radiology Investigations:
[image: SAM_0441]Ultrasound: 
This is a picture that shows the organs inside the body and which allows doctors to see any tumours or irregularities. A round probe is pressed on the skin through some cold jelly. It does not hurt although it can be uncomfortable especially if a child is unwell. There are no X-rays involved so it is safe even for pregnant Mama’s.



Plain film X-ray (Chest or Abdominal or bone): 
[image: taking an Xray]
This is a simple X-ray looking at the chest abdomen or bone   for large disease. 
Most children have a chest X-ray on arrival. 

If you are pregnant please let us know as it is not safe for you to accompany your child into the machine.



CT scan 
[image: SAM_0447]This is a more sophisticated X-ray which can look into any part of your child’s body. Your child will have to lie still on a bed that moves into a circle at one end of the machine. If they cannot do this they will have to be restrained or given medicine to make them sleepy. Please tell a member of staff if you are pregnant as it is not safe for you to accompany your child into the machine. Please remind the staff before you leave the ward that your child needs an IV cannula for this test to avoid delays.

MRI scan:
This is another sophisticated type of machine to look into your child’s body. It uses magnets so it is safe even if you are pregnant. However it is forbidden to go near the machine with metal as this can be very dangerous. Please listen to all the instructions the medical staff give you regarding this test. Your child will have to lie still on a bed that moves into a circle at one end of the machine. If they cannot do this they will have to be restrained or given medicine to make them sleepy. Please remind the staff before you leave the ward that your child needs an IV cannula for this test to avoid delays.

Bone scan:
Rarely your child will go to the Ocean Road Cancer Institute (ORCI) for a special test looking at their bones. This is only available one week in every 4-6 weeks and so you may be given a date for this test. Please remind the staff when this date comes. A small amount of radioactive dye is injected through an IV cannula – please make sure there is a functioning one inserted prior to your trip to ORCI. Again please tell the staff if you are pregnant.
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[bookmark: _Toc298163134]Sedation during procedures

Medicine to help your child feel sleepy and calm, or to numb a small area, is required for many of these procedures. These medicines:
· Reduce pain and fear especially in small children
· Improve the quality and speed at which investigations are performed. Some investigations will only be successful if your child can lie perfectly still. 
During this sedation your child will be closely monitored in terms of breathing, heart rate and blood pressure both from before the test and following it until your child wakes up. Please do not leave your child’s side until they are fully awake and call a nurse if you are worried for any reason during this time. 
Be warned that children often say strange things, or can be aggressive or silly while under this medication. Do not be alarmed. Your child will return to normal within one hour. 

There are many other non-medical ways to help decrease your child’s pain, usually through communication techniques. Members of the health care team can help prepare your child for tests and help your child find positive ways to cope with them.

[bookmark: _Toc298163135]Cancer Staging for Solid Tumours
(Applies to tumours of bone, muscle, organs, lymh nodes and other tissues. Does not apply to leukaemia where staging is not used) .

To decide the best treatment for your child, the health care team conducts a number of tests to find out where the cancer is in your child’s body. With these results the team will then talk to you about the treatment plan. Cancer cells can spread from where it started (primary site) to other parts of the body (metastasis). 
Stage I: The cancer is small and remains in one site and may be easily removed completely by surgery (or treated with only simple chemotherapy). 
Stage II: The cancer is moderate in size, but remains in one site, and can be treated with moderate amounts of chemotherapy often combined with surgical removal of the tumour. Chemotherapy is required to kill the tiny amounts of tumour cells that may remain behind following surgery.
Stage III: The tumour is large and difficult to take out because it has extended into tissues surrounding the mass. These tumours need maximal amounts of chemotherapy and depending on the tumour, surgery and/or radiotherapy may also be required later.
Stage IV: Cancer has spread beyond the primary tumour to distant parts of the body either through the blood stream or though the lymphatic system.

NOTE: This staging system does not apply to those children with blood cancer (or leukaemia). For these children the treatment is decided based on the age and sex of the child and the number of white cells in their blood when they arrive at the hospital. Your doctor will explain this to you in detail if your child has blood cancer.

[bookmark: _Toc298163136]
Treatment
Cancer treatment for children in Tanzania is provided free of charge. There are very rare exceptions to this rule – e.g. for certain very hi-tech investigations and occasionally for a medication not normally available on the ward. If you are asked to pay for something you consider routine please bring this to the attention of the nurse or doctor in charge.
There are three main treatments for cancer:
· chemotherapy
· surgery
· radiotherapy
The aim of all of them is to remove or destroy cancer cells in the body. Some children will need only one kind of treatment and others will need two or three. This is because different forms of cancer respond differently to each type of treatment. The treatments are briefly summarised below:
[bookmark: _Toc298163137]a) Chemotherapy
This is a method of treating cancer with anti cancer drugs, which work by destroying the cancer cells.  Your doctor will follow international guidelines to decide which drug, or combination of drugs, is best for your child’s particular cancer.
[image: MC900359059[1]]These medicines are taken either by mouth, given into a vein (intravenously) through a cannula (a thin plastic tube to be inserted into a vein), or as an injection into a muscle or the spinal cord. Occasionally they are also applied topically to the skin.
Chemotherapy treatments often last for several months (or even years) and consist of a number of “courses” of treatment, each course lasting from one day to several weeks. After each course there may be a gap of one to four weeks to allow the normal cells of the body to recover before the next treatment is given. This is not the case in acute lymphoblastic leukaemia (blood cancer) where there are very few scheduled breaks in treatment.
[image: SAM_0476][image: SAM_0483][image: SAM_0481]
As chemotherapy drugs circulate through the body, they kill the fastest growing cells. Fast growing cells include cancer cells but some normal cells also grow quickly and can be affected by chemotherapy. This is why children experience side effects. 
These include hair loss, nausea, vomiting and lowering of blood cell numbers. Please see the side effects section in this manual for further details on this very important topic.
[bookmark: _Toc298163138]b) Surgery
Surgery or having an operation is often (but not always) required to remove a cancerous lump or tumour. Sometimes the tumour will be killed completely by chemotherapy alone. If the cancer type responds to chemotherapy but still needs surgery, then the treatment may begin with chemotherapy followed some weeks later by surgery. By doing this the tumour can be reduced in size making the surgery more easy for both the child and the doctors. Following surgery chemotherapy is regularly needed to continue to destroy any remaining cancer cells. Sometimes surrounding tissues or nearby lymph nodes may also need to be removed.
If your child needs surgery they may be operated on at Muhimbili or they may be referred to other hospitals, where the doctors specialise in certain kinds of operations. If your child needs to go to another centre, this will be arranged for you by the ward staff. You and your child will be taken there, surgery will be performed and following a few days of post-operative recovery, you will be escorted back to our ward for further treatment.
[bookmark: _Toc298163139]c) Radiotherapy
This treatment is given by high energy X-rays directed at the cancer, and these X-rays kill cancer cells in their path. Radiation may also affect healthy cells in the area of the body where the radiation is given, however the dose is carefully planned to minimise side effects. Radiation does not affect areas distant to the treatment site.
The length of treatment varies from child to child depending on diagnosis, but usually the treatment is given for a few minutes every day, 5 days each week, over a period of several days or weeks (with breaks on Saturdays and Sundays).
Radiotherapy is totally painless, although there may be some local side effects depending on which body area is treated and the dose required.
[image: teddy]Before treatment the Radiation specialist will carefully mark the tumour area to ensure that the X-rays hit the tumour target and avoid surrounding tissues as much as possible. Please do not remove or wash away these marks. They are very important to help direct the radiation beams to exactly the right spot.
The child will be asked to lie completely still while the treatment is given. If your child is too small to lie still they will be wrapped up to keep them still or they will be given a medicine to make them sleepy. 
It is extremely important that the radiotherapy happens without significant delays – even a few days would be considered a long delay. If your child is having difficulty receiving the radiation due to problems lying still please alert the doctors at MNH as soon as you return each day and they will prescribe the appropriate medication to help with this.
We do not have radiotherapy machines at Muhimbili so the children are treated at Ocean Road Cancer Hospital. This Hospital is about 20 minutes away and you and your child will be taken there and back each day of treatment.
[bookmark: _Toc298163140]
Side effects of Treatment
Treatments for cancer have some side effects that can be unpleasant, but most of them can be managed very successfully so that your child does not suffer. As parents or guardians you are an extremely important part of the team. Please let the medical team know of any change in your child’s symptoms as soon as they occur. If a medication has been prescribed but is not working, please inform the team as an alternative may be added/introduced.
In this section we will give you information as to how you can help your child with any side effects that they may experience.
[bookmark: _Toc298163141]a) Tiredness and fatigue
[image: MC910217303[1]]There are lots of reasons why your child might be tired when they are suffering from cancer. One of the most important causes, because it is common and treatable, is if the red cells (or haemoglobin) in your child’s blood is low. The red blood cells carry oxygen around the body. If the red cells are insufficient then we say your child is “anaemic”. 
The symptoms of anaemia are exhaustion, lack of energy, weakness, pallor, headache and irritability, breathlessness. This can be due to disease or to treatment. It may in fact, have been picked up by a doctor, before arriving to our ward. 
Medical Management: The only treatment for anaemia in a child with cancer is a blood transfusion. For children without cancer there are lots of tablets that can be used. These are not good for children with cancer. 
Blood Transfusion:  Many children will at some point need a blood transfusion to save their lives. Your child is very likely to need blood. Blood only comes from people who are willing to donate. Without blood many children on our ward would die.
[image: 3 giving blood]
PLEASE DONATE BLOOD IF YOU CAN: 
Blood transfusions save lives – the lives of your children. Blood is a huge part of the treatment needed for your children and always in short supply in Tanzania . 
You can make a huge difference to your child’s chance of surviving cancer. 
· Donate yourself. 
· [image: donating blood]Ask your family to donate.
· Ask your friends to donate. 
· Please! - Your blood can save the life of a child –  maybe even your child.  
All our nurses can advise you about how to do this. Please, please donate blood to keep your children safe. There is no risk to you if you donate. There is no stigma. You will be tested prior to the procedure to see if you have enough blood to donate. Everyone who is healthy can donate regularly every 3 months. Please think about this.

Once you have donated, your blood will be tested for HIV, syphilis and hepatitis but you can decide for yourself if you want to know the results. No one else on the ward has access to these results.

Of course children can experience fatigue during any stage of their cancer treatment even after the treatment is over despite a normal red cell level (or count). Illnesses of long duration, intensive chemotherapy, radiotherapy (even in the months following radiation) and recovery from surgery often cause physical and emotional tiredness and weakness. Side-effects such as nausea, vomiting, diarrhoea, pain and poor nutrition can all cause feelings of weakness and fatigue. 
What you can do: 
Understand that your child will have less energy than usual, and try to plan ahead so that your child can have adequate rest periods after their daily activities. And try to deal effectively with other side effects (nausea, pain, etc) that can contribute to fatigue
[bookmark: _Toc298163142]b) Fever

Untreated FEVER kills. Never ever ignore a fever!

[image: SAM_0492]A temperature of 38 degrees centigrade or more is considered a fever on our ward and needs urgent action.

[image: thermometer38_default]Neutrophils are the body’s main defence against bacterial infection. Chemotherapy often causes neutrophils to become low (neutropenia) then the child is much more likely to catch and become more seriously ill from infections. Following chemotherapy most children develop neutropenia. 

When the neutrophils are low the only sign of a life threatening infection may be FEVER. Other more usual signs of infection may be present or absent – these additional signs include rash, diarrhoea, cough, ulcer, or an area of the body that is hot and painful.



Medical Management:
Antibiotics: These are medicines that are used to fight infection. They must be given/taken at the same time each day. Please make yourself familiar with your child’s medication and remind the staff if there are any obvious delays.
What you can do: Fever on the ward
Please be present during the scheduled times when temperatures are taken on the ward each day.
If you are worried that your child feels hot or is sweating a lot at any time of day or night do not wait - take their temperature immediately or insist that a member of staff takes their temperature immediately. 
If it is above 38 degrees please inform a member of staff and insist on immediately seeing a doctor – DO NOT WAIT TIL MORNING!
[image: doctor coming]
Please monitor your child’s temperature while receiving antibiotics. If the fever is not settling and staying below 38 degrees please remind the medical team of this. They will modify your child’s treatment accordingly.
What you can do if your child develops a fever at Home
[image: MC900360982[1]]
If your child feels hot or unwell please check their temperature. If your child has a fever of more than 38 degrees at home, come back to our ward immediately. 

Do not give paracetamol until you are on the way to the hospital. 
[image: emergency to hospital]Do not go to a different medical facility. Come straight to our ward.
DO NOT WAIT TIL MORNING. 
Once you reach the ward insist on seeing a doctor immediately. DO NOT WAIT TIL MORNING.


Things to reduce the risk of infection include:
Frequent and thorough hand washing – especially after using the toilet and before and after meals.
[image: wash your hands][image: hand germs]

Careful mouth-care: please make sure your child brushes their teeth after each meal and uses mouthwash twice a day. If you see any ulceration or white coatings inform the medical team immediately.
[image: Brush your teeth]

Careful cannula care – the cannula is the line in your child’s arm/hand/foot/head used for giving drugs into the vein. Please ensure it stays clean and covered. It should be changed every 48 hours if your child has ongoing fever or every 5th day if both your child and the cannula site remain well. Please act as cannula askari! - insist that any staff giving an injection or attaching a bag of fluid through this line, must first clean the site with spirit before they begin. 

Avoiding people – adults and children who have contagious illnesses: e.g. colds, flu, measles, chicken pox etc.



I.E. Avoid people with the following…..

[image: stock-photo-a-cartoon-man-sneezing-89550136][image: measles-betcheslovethis-com][image: chickenpox]

Making sure child has clean water and fresh food; all fruit should be peeled/washed.
[bookmark: _Toc298163143]c) Neutropenia:
Neutropenia has been explained to you in the above section on fever. Without fever neutropenia is not dangerous. However some kinds of chemotherapy cannot be given if the white blood count is low (neutrophils less than 1) and so you may find that your child’s chemotherapy has to be delayed by a few days to allow the cells to recover.
Medical Management:	
If your child is delayed more than a week there is an injection that can be given to raise the white cells. This is called G-CSF and is given as a little painless injection under the skin.
What you can do:
If you are told your child has neutropenia, less than 1, or a low white cell count watch them very closely for fever.
If your child develops fever, seek medical attention urgently.
d)  Bruising and bleeding
There are cells and proteins in the blood called the clotting system, that stop bleeding and if they become low the child may bruise and bleed more easily. The common sites are: skin, gums, nose and injection or wound sites. If you see black stools or what looks like coffee ground in your child’s vomitus this are important signs of bleeding in the bowel.
 Medical Management:
Doctors will investigate which part of the clotting system is not working. Your child might need blood products (platelet and plasma) or drugs to help your child’s liver to make clotting factors.


What you can do: 
If your child has new unexplained bruises (even tiny ones – see picture below) or bleeding please inform the medical team immediately even if it is a small amount.	Comment by Bode: Comment on the picture: would set the text next to it, otherwise this part of the arm looks a bit “cut off”
 [image: petechiae]
Figure 1: Tiny bruises called petechiae on a forearm
If you see coffee ground vomitus or black stools please keep the sample and show the medical team immediately. 
If you are told your child has a problem clotting their blood or a low platelet count they will need to be careful and to avoid rough games until you are told your child is now clotting well
e) Nausea and Vomiting
Chemotherapy directly affects the brain and the stomach, so it can make your child feel sick and sometimes make them vomit. Usually this happens soon after the drugs are given and can last for some hours to days. Some drugs are more likely to cause vomiting and nausea than others. 
Medical Management: Usually the nausea and vomiting can be controlled by anti sickness drugs given a few hours before the chemotherapy, and continued for up to 48 hours after the treatment. There are a number of different medicines, which may help.
What you can do if your child is vomiting: 
Please inform the medical team if your child is experiencing nausea or vomiting – even if they are on medication to control this. It may be possible to increase the dose or add in additional medications to help your child with this unpleasant symptom.
Please inform the medical team if you notice a green or red colour in your child’s vomit. This is very important.
If the nausea and vomiting is on going please remind the medical staff to continue the anti-vomiting medication as these may be stopped too early without this information.
If your child had a very bad time with nausea or vomiting with a previous dose of chemotherapy please remind the medical staff so they can intensify the amount of support they offer your child.
*Do not give food or liquid until the vomiting is under control.	Comment by Bode: asterix here too?
*Give the child cool water/mild mouthwash to rinse their mouth with.
*Gently wipe their face with a cool damp cloth.
*Let them rest.
*Try to make them comfortable. Often lying with their head slightly raised is good.
*Do not make them eat until they feel ready; instead give them small, frequent amounts of clear liquids.
*Never feed a sleeping baby/child who has recently vomited. Always make sure your child is wide awake before offering them food. Never ever feed an unconscious child.
*As soon as they feel better offer them small amounts of food. The child will tell you what they want. Some children only want plain foods while others only want spicy foods – everyone is different. Please listen to your child. 
* Avoid offering your child food and drinks at the same time, as the drinks (especially fizzy drinks) will make them feel full and can cause nausea. So offer drinks 30 minutes or more before or after food.
[bookmark: _Toc298163144]f) Diarrhoea
Children undergoing chemotherapy or radiotherapy treatment may develop diarrhoea or frequent loose, or watery stools, because the lining of the intestines become temporarily irritated and damaged. Diarrhoea caused by chemotherapy or radiotherapy can start within hours of receiving the treatment and last for several days, usually until the lining starts to heal. During this time, the intestine cannot absorb nutrient or fluids and this leads to a risk of dehydration.
However it is important to remember that, just like all children, your child’s diarrhoea may be due to an infection in their gut. This is especially likely if your child also has a fever. 
Medical Management: 
Although this is usually a self-limiting condition it is still important to inform the medical staff if your child develops diarrhoea so they can monitor your child closely. All that is usually required is to offer your child frequent small drinks to keep up with the losses and prevent them from getting dry (or dehydrated). Sometimes a special drink called ORS (oral rehydration solution) with a healthy balance of sugars and salts is needed. If children have severe diarrhoea doctors may prescribe intravenous fluids to prevent dehydration. Medications to stop diarrhoea should not be used as they act by slowing down the movement in the gut. This action may be harmful especially if your child has a gut infection, as it will delay the bugs exiting the body.
If an infection is suspected they may need an antibiotic. This medication is usually taken by mouth for gut infections, unless your child is very unwell.

What you can do: 
Inform the medical team if your child develops diarrhoea. 
Inform the medical team if the diarrhoea is red or black.
Don't force your child to eat but if they want to eat do not starve them. 
If they are weak give them lots of clear liquids to drink for at least 12 hours to allow the bowel to rest while essential fluids are replaced. 
[image: NG African child]
If they cannot take fluids please let the medical team know, as your child will then be at real risk of dehydration. 

They may need to receive fluids through a tube in their nose or through their vein. If possible using the tube in their nose is easier and often safer.


Avoid fizzy drinks throughout.

If you are given ORS for your child to drink please follow the instructions carefully and use cool boiled water to mix the powder.

Babies and young children may develop a skin irritation around the nappy/pamper area from the diarrhoea. Wash the skin with a mild soap after every stool, and keep it clean and dry. Please always show any rash to the medical team. They may have medication or topical ointments to help.
The doctor may want to examine the stool so it is a good idea to keep a sample to show to the medical team. This will help them to decide why your child is experiencing diarrhoea.
[bookmark: _Toc298163145]g) Constipation
Constipation is the infrequent passing of hard, dry stools. This has many causes including: chemotherapy drugs, radiation therapy, pain medication, nausea and vomiting medication, and a diet that lacks adequate fluids and or bulk. When a child has to stay in bed for a prolonged period of time, a lack of exercise may also cause constipation. It can be extremely painful and should be always taken very seriously as it can lead to salt imbalances, bowel obstructions, infections and tears around the anus which are difficult to manage and slow to heal.

Medical Management: If constipation is severe then doctors can prescribe medication. It may take a number of days to get your child on the correct medications and the correct doses.
What you can do: 
Be aware of your child’s bowel habit. If your child goes for even a single day without passing stool or if the stool is hard or painful to pass, please inform the medical team. Immediately. Introducing stool softeners early can avoid long periods of pain and discomfort and avoids life-threatening infections.
If your child requires morphine for pain relief they will develop constipation. Morphine should always be prescribed with a stool softener. These medications should always be taken together. If the medical team forget to give you the stool softener please remind them immediately.
A hot drink in the morning and evening may stimulate a bowel movement, especially drinks containing caffeine such as tea, coffee or cocoa.

Give your child foods high in fibre (vegetables and fruits, maharage) 
Give your child plenty of liquid especially water and fruit juice if possible.
Encourage your child to get some exercise if possible, even if just a gentle walk.

If your child has been prescribed medication for constipation but is not having a soft stool every day please inform the medical team each day until the problem has been adequately solved. Medications should be increased/added every day until your child is passing soft stool without pain.
[bookmark: _Toc298163146]h) Mouth sores, sore throat and dry mouth
The mouth is extremely important to watch closely throughout your child’s treatment. Life-threatening infections may hide here. The lining of the mouth and throat contain fast-growing cells, which are very sensitive to cancer drugs and radiation therapy. When these cells are damaged this is called oral mucositis. It usually starts in the mouth 7 to 10 days after receiving treatment. The first signs are red and swollen gums followed by sores in the mouth and throat. These can be extremely serious – preventing your child from eating, drinking or putting them at risk of infections in the mouth, throat, gut or life-threatening blood infection. These infections may be fungal, bacterial or viral and all can be treated with medication – topical, oral or intravenous.
Infections in the mouth can be due to:
· Poor dentition – leading to abscesses or tooth decay
· Fungal infections – white patches in the mouth - often side effects of medication
· Viral infections – ulcers or blisters in the mouth
· Tonsillitis
Medical Management: There are several medications and solutions available to help healing, prevent infections and decrease pain in the mouth. The doctor will provide mouthwash and BMX solution to clean the mouth and reduce the pain.
What you can do: 
Keeping the mouth clean and moist can help to prevent infections and speed recovery. Help your child brush and rinse the mouth after every meal to keep the mouth healthy.
At the first sign of redness brush and rinse the mouth at least four times a day until all the sores are healed. 
[image: stock-photo-man-gargling-mouthwash-cartoon-96369395]Brushing with a soft toothbrush and toothpaste is very important. Rinsing with a mild mouthwash or a weak salt solution will help keep the mouth clean and moist. Look in your child’s mouth every day. Please inform the medical team immediately you see a sore or ulcer in your child’s mouth or if they complain of pain. This may save their life!
If your child's mouth is too painful for eating for a few days then do not force them to eat, instead offer a liquid diet and soft foods. Avoid spicy foods and fizzy drinks.Tell the medical staff if your child cannot eat.
[bookmark: _Toc298163147]i) Poor appetite and weight loss
Chemotherapy and radiotherapy may make your child feel nauseous and sick because the lining the intestines become irritated and temporarily damaged. In addition, some chemotherapy drugs cause a bad taste in the mouth while the drugs are administered. This will cause the child to lose their appetite and experience weight loss. 
What you can do: 
Understand how difficult it is for your child to eat. 
Do not force them to eat big heavy meals instead offer small, appetizing meals four or more times a day, consisting of your child's favourite foods, drinks and snacks. Whatever food your child will eat during chemotherapy is fine.
Think of other reasons which might be preventing your child from eating – many have been discussed above – including untreated nausea, sore mouth etc. Bring any of these problems to your doctor’s attention. Be rigorous with your child’s mouth care. 
[bookmark: _Toc298163148]j) Pain
Pain from cancer can be caused by:
1. The tumour pressing on bone, nerves or body organs. As soon as the tumour is removed/reduced in size, the pain often lessens or disappears.
2. The procedures – most procedures involve needles and for children this is a dreaded part of cancer treatment. Ketamine, a drug that will put the child to sleep temporarily, can be given to any child that fears procedures. 
3. The side effects of treating cancer – this can include pain after surgery, mouth sores, stomach-ache, infections or nerve damage. There are medications available that effectively control all the various types of pain.

Medical Management: There are many different kinds of medicine that can control pain and the doctors can choose the one that is best for your child. 
[image: ]What you can do: Listen to your child. Ask them and encourage your child to speak up about pain as soon as they start feeling it. This is very important because it is much easier to control pain in its early stages, before it becomes too severe.
Let the doctors and nurses know if your child has pain so that they can give medicine to help (many pain medications may cause constipation, see notes on preventing constipation).
Do not accept that your child will experience some pain. The medications available are excellent at removing pain. 
When your child has to undergo a painful procedure, try to give some control back to the child. This can be as simple as saying: “You know this is going to hurt, but if you take a deep breath and blow out slowly, it may hurt less.”
Praise your child for every effort to co-operate and be brave. For instance, you could say, “You were really still during the lumbar puncture. That was very good.”
Please, please, please do not lie to your child! If something is going to hurt don’t tell them it won’t. This does not protect your child. All this does is make the children fearful of everything and everyone. They will never trust or believe anyone again during their stay. And nurturing trust will help the child believe us when we say the sometimes nasty, treatment will make them better in the end. Please help us by supporting, encouraging but not deceiving your child.
[bookmark: _Toc298163149]k) Hair Loss (Alopecia)
Some kinds of chemotherapy and radiation therapy to the head may cause hair loss or thinning of the hair. Any or all types of body hair may fall out; nothing can be done to prevent hair loss. Hair will usually grow back when the cancer treatment becomes milder or [image: bald child]ends. Your child’s hair may be slightly different than before the cancer.  Some children and parents prefer to cut the hair as short as possible when the hair starts to fall out. In some cases especially with high doses of radiation, the hair may not grow back where the radiation was given.


[bookmark: _Toc298163150]l) Late Effects of cancer Treatment
Cancer treatment can cause side effects that happen years after treatment has ended. These effects include damage to the kidneys, liver, lung, heart, brain, reproductive organs or a second cancer. Your child needs follow-up care by a doctor throughout adulthood. These check-ups will test for late effects and recurrent disease. When you complete treatment, ask your doctor or nurse for a record of your cancer treatment. The records will help other health care providers know which long-term side effects or presentations to look for in the future.

	
[bookmark: _Toc298163151]
NUTRITION AND DIET
Malnutrition in paediatric oncology patients is often related to the location and extent of disease and complication of treatment.
Studies suggest that children with cancer who are malnourished have a higher risk of developing chemotherapy toxicity and higher incidence of infections complications.
The goals for nutritional support in children with cancer are to promote normal growth and development, minimize morbidity and mortality and maximize quality of life.
Adverse effect of cancer therapy create many psychological challenges, this include loss of appetite, eating discomfort, being away from home and frequent medical procedures may have effect on children.
To date there is no evidence to suggest a link between childhood cancer and any specific dietary choices or nutrient imbalances, but healthy habits, healthy eating and healthy diet, staying physically active, during and after treatment will keep your child active.
Remember, a diet consisting of wide variety of foods with whole grain/fruits/vegetables is of vital importance to your sick child.
Tumaini la Maisha (see the section 1 support team caring for your child and section 11 for more details) has a nutrition project, currently providing nutritional juice/smoothies consisting of mixed fruits/honey/raw cashew nuts extract juice. This is given freely to all children, at the ward and Ujasiri hostel. THE MAJOR AIM IS to improve the nutritional status of your child during treatment.

[bookmark: _Toc298163152]Non Clinical Services
[bookmark: _Toc298163153]Tumaini La Maisha Tanzania
[image: ]
[bookmark: _Toc298163154]a) The History of Tumaini La Maisha	Comment by Dept. of Aquatic Sciences & Fisheries: Why a completely different font and line spacing under TLM? 
[image: ]In 2004 the first children’s cancer ward was opened at the Ocean Road Cancer Institute and the government pledged to provide their care free of charge.
In 2011, with support and backing from the Government of Tanzania, and in particular the minister for Health, PS and CMO, the ward was relocated to the Paediatric Unit at Muhimbili National Hospital. Increased access to essential support services and additional medical personel has led to rapid improvements in survival rates.	Comment by Bode: Avoid abbreviations
All the doctors, nurses and support staff looking after the children work tirelessly to improve the quality of care and constantly advocate for more resources for your children.
These improvements in services and care have resulted in increased numbers of children being referred to the ward.  In 2014 more than 500 new children were cared for – making it one of the busiest children’s cancer wards in the world.  Children admitted to the ward often stay for over 6 months and are accompanied by a member of their family.  That’s 6 months away from their homes and their families, which in turn affects the whole family. 
A group of committed parents and stakeholders decided that they wanted to form a Tanzanian organisation that would represent these families; advocate for their needs and support them during their time on the ward.  
Tumaini La Maisha Tanzania was officially founded in November 2011 and is the first Tanzanian NGO dedicated to improving the wellbeing of children with cancer in Tanzania.  One of the first objectives of Tumaini La Maisha was to build a house on the grounds of the hospital for the children and their families, which will alleviate the overcrowding on the ward and give families a ‘home away from home’. 
[image: ]
Tumaini La Maisha has a range of other activities to directly support children with cancer and their families, as well as creating awareness of children’s cancer across Tanzania.  Our complimentary non-medical services include a hostel; a daily school and play therapy programme to improve motivation and family support; information and counselling service; and a transport programme to help families accessing our services and returning home and most recently a nutrition programme.
[bookmark: _Toc298163155]b) Our objectives:
The primary objectives of the organisation are:
To provide non-clinic support services directly to Children with cancer and their families. This includes the following servives:
Ujasiri House for long stay children and parents 
Daily School / Bed programme for children
Therapeutic Play Therapy Programme
Counselling services
Adult skills programmes for carers 
Family support programme
To advocate for improved access and quality of Paediatric Oncology Services across Tanzania:
Advocating for investment in Paediatric Oncology in Tanzania’s National Cancer Plan
Monitoring resource allocation to Paediatric Oncology in Tanzania
To increase awareness of cancer in Tanzania to reduce time delays in accessing treatment. This includes:
Conducting childhood cancer awareness campaigns 
Improving identification and referral systems. 
[bookmark: _Toc298163156]c) Ujasiri House:	Comment by Dept. of Aquatic Sciences & Fisheries: I think we can make a better photo of the current building showing its name and our bus parked outside
[image: SAM_2068]
Previously on the ward there were 50 beds but up to 120 children admitted at any one time. Children could not return home between cycles of treatment, as the distances in Tanzania are vast, transport is slow or expensive and the accesses to locally based good quality health services are often not reliably available.
The main aim of Ujasiri House is to alleviate this overcrowding. We have 11 bedrooms upstairs and the capacity of the house is up to 22 children and 22 mamas /babas at any one time.	Comment by Bode: Or: the capacity to house up to …
[bookmark: _Toc298163157]d) Education Programmes at Ujasiri House

[image: C:\Users\Afarrell\Desktop\TLM-Pictures\IMG_0108.JPG][image: C:\Users\Afarrell\Desktop\TLM-Pictures\IMG_0590.JPG][image: C:\Users\Afarrell\AppData\Local\Microsoft\Windows\Temporary Internet Files\Content.Outlook\RGW67CCA\2013-03-13 14 44 04.jpg]

Children’s Education
A school runs at Ujasiri House, which is led by two Tanzanian teachers. Two assistant teachers run the pre-school and play therapy sessions. The teachers will explain all the activities to you. Your child is welcome to join in. Indeed they will be encouraged to participate as soon as they feel well enough. We feel very strongly that play is therapy and children recover faster if they are happy.
The children are split into two groups, the older ones are known as the Tembo class (Elephants) aged 6-15 and they cover subjects such maths, literacy and arts and crafts projects. The younger group is called the Sungura’s (Rabbits) aged 2-5 and this focuses on play, song and laughter – to stimulate and entertain the children, and give you a well deserved break.
School is on Monday to Friday from 9am to 2.30pm.The first hour is playing outside Ujasiri House where the staff lead name games and ice breakers. The teachers guide the play using balls, a parachute and drums on occasion. 
Then at 10am the 2 group Sunguras and Tembos separate. The Tembos go to class and the Sunguras have circle time, singing, arts and crafts, structured play activities and free play time with various toys.
The older group the Tembos have more academic classes but due to the ever changing attendance and the temporary nature of the school they need a lot of individual attention when studying. Maths is the main area where volunteers can help as numbers transcend the language barriers!
Therapeutic Play Programme

The therapeutic play program runs 2 days a week. Structured sessions are run using play as a medium to communicate with children in a way that is most fun to them. Sessions are run in age appropriate groups and address the emotional challenges specific to the children staying in Ujasiri house and admitted to the children's cancer ward. Please let the family liaison officer know if you think your child is really struggling and might benefit from a session of play therapy. This service is available to all – please feel free to ask for help at any time.

The overall therapeutic goal is to alleviate some of the worries that the children have by providing the opportunity to express their thoughts and feelings in a safe space.





Adult Skills Activities:
[image: C:\Users\Afarrell\Desktop\TLM-Pictures\IMG_0387.JPG][image: C:\Users\Afarrell\Desktop\TLM-Pictures\IMG_0356.JPG]
As part of the family support programme, we have developed a pilot programme where some of the mamas/babas are engaged in skills and education programmes while they are at Ujasiri House. We have hired a qualified adult education teacher to conduct training of activities like crochet, sewing, and beads making and also some skilled volunteers who teach quilting. There are also health education sessions – please feel free to join into any of these programmes.
Life skills programme:
[image: C:\Users\Afarrell\Desktop\TLM-Pictures\IMG_0579.JPG][image: C:\Users\Afarrell\Desktop\TLM-Pictures\IMG_0580.JPG]
We have developed a life skill programme for the mamas and babas to access. We will be covering Entrepreneurship Skills, Nutrition Programme, Sexual Health and a Parenting Programme. You are very welcome to participate.
[bookmark: _Toc298163158]e) Counselling Programme:
Ujasiri Support Group
The Ujasiri Support Group runs once a week with a Palliative care specialist. In cancer hospitals all over the world families have found that it helps them to have a group to share their experiences and concerns, and to support each other. This group is also a time for you the parents to ask questions and to learn more about the illness and the treatment, and how to help your children, yourselves, and your families through this difficult time. 
We also conduct once weekly individual counselling sessions with the mamas and babas at Ujasiri House. Please ask if you would like to participate.
[bookmark: _Toc298163159]f) Transport Programme
We understand how difficult it was for you to make it to Upendo ward. Many of you have travelled great distances and incurred large expenses to make it to Muhimbili. You are truly inspirational to all of us. If you can fight so hard for your child then we are proud to do the same and to continue to find ways of making things easier for you.
We provide transport home for all children and carers on our ward. If your child is sick they may still have to spend long periods of time with us. However if possible we would like to make sure every child gets home at least every 3 months to visit the rest of their family. 
When your child’s treatment is finished we will transport you both back to your home as soon as we can. There is no charge for this service.
[bookmark: _Toc298163160]g) Palliative Care
Also unfortunately the reality of working with children with cancer is, some children do not survive. We have palliative care sessions with parents whose children sadly cannot be cured. If we find that your child has a condition that we cannot cure you will be counselled and supported by this team. We will also make every effort to transport your child home to spend their last days with you and your family.
We welcome you to enjoy TLM services for free.


[bookmark: _Toc298163161]Life after treatment – When you go home
Parents often feel nervous going home as the support on the ward is far away. Everyone who goes home well is given an appointment to return for follow-up. If you are worried about your child’s health before this appointment date you are very welcome to contact us or return with your child any time. Our doors are always open to you.
We would also hope that once you return home that you will help us to find more children who are suffering from cancer. Please tell your neighbours and friends of the treatment available in MNH - Dar es Salaam. The sooner sick children come to the ward the better the chance that it will be in time for the treatment to work.
If you would like something additional to appear in this parent handbook – something that you would have found helpful to read about please let us know and we can add it. We are always ready to listen and improve the care we give to both you and your child with cancer.
[bookmark: _Toc298163162]

Vaccinations
On treatment and within 6 months of completion of treatment:
Please do not give your child any vaccinations either during or within 6 months of completing treatment on Upendo ward without first discussing this with the staff. Some vaccines will be safe to give as per the normal childhood schedule (i.e. non-live vaccines) provided your child is well and stable at the time and expected to remain so for at least 3 weeks following the vaccine. Others are dangerous as your child’s immune system is suppressed and the vaccines (live vaccines) may make your child very sick. ALL LIVE VACCINES MUST BE AVOIDED.
Live Vaccines include:
BCG/ Measles / Oral Polio / Rotavirus /Yellow Fever
If non-live vaccines are given during treatment it is recommended that they should be repeated 6 months after completion of treatment.
Non-Live Vaccines include:
Diphtheria/Pertussis/Typhoid/DPT/Inactivated polio/Hib/Mumps/Rubella/ Tetanus/Hip B/Hep A/Pneumococcal/Meningococcal vaccine.
VACCINES six months after completion of treatment:
Once 6 months have elapsed since your child last received cancer treatment please ask your local health centres to revaccinate your child with the following vaccines:
Diphtheria, tetanus, pertussis, polio, Hepatitis B and measles.
No further boosters of these vaccines are needed for the next 12 months – even if they are scheduled in the normal routine. Following this time your child should receive every vaccine as per the normal schedule.
Your child should be revaccinated against TB if they are less than 5 years old.
[bookmark: _Toc298163163]

Frequently Asked Questions
How do the doctors decide the right treatment for my child, and why do other children get different treatments?
When you first arrive at the hospital the doctors will examine your child and they will arrange for several tests to be done. These tests will differ from child to child depending on what complaints each child presents with. When the doctor gets the tests results they will know which kind of cancer your child has, how big it is, and how far it has spread in the body and with all this information they will decide on the best treatment for your child.
Why is my child behaving different at the moment, and what can I do?
Many parents find that their children behave differently during treatment, some children are quieter and more withdrawn, others become bad tempered and less obedient. This can be difficult for parents. 
Suggestions for dealing with this problem: Many parents find it helps to try and understand why their child is behaving in this way. The children often feel unwell, suffering physically both from the disease and from the treatment side effects, they also miss home, family, friends, school and normal life and many are worried or fearful about what is happening to them and about the future. The older children are also stressed that they are causing you, their parents, worry and difficulty. It bothers some children a lot then they see that they are making you sad. All of this anxiety and stress makes many children behave differently. It helps if parents can stay calm and avoid getting angry. It also helps if the children can talk about their worries to their parents. So if parents can regularly spend some time listening to their child this is often very helpful and their behaviour improves. If you are very worried by your child’s behaviour ask the family Liaison officer for advice or to see one of the counsellors.
Please do not beat your child. It is not helpful and is absolutely forbidden on the ward.
Why won’t my child eat normally when they are losing weight and I know they need food to get better?
Sometimes cancers and cancer treatments can make the children lose their appetite completely. They often feel very sick, have a bad taste in their mouth and feel as though they cannot swallow anything. As a parent this is worrying and many parents get frustrated and angry with their children for refusing to eat. 
Suggestions for dealing with this problem: Try to remember that the child is not being naughty but they are finding it really hard to eat, so the best way is to encourage them rather than getting frustrated with them. Offer them small appetising meals four or more times a day of their favourite food and snacks. Do not expect them to eat a lot at each meal, it is easier for them to eat little and often. Cold things e.g. fruit, sometimes feel easier to eat. Food that is plain and not too greasy or spicy is often also easier for children. If children are struggling to eat do not give drinks to them for 30 minutes before/after food.  
If your child is really refusing everything you offer them to eat please inform the medical team. There are dietary supplements they may prescribe that may be useful. 
Why does chemotherapy sometimes make my child feel worse?
Because chemotherapy drugs also temporarily damage normal cells some children can feel unwell after treatment. This is an unfortunate side effect of the chemotherapy, and can be upsetting for parents and children, but the doctors and nurses will help manage this so that the child is kept comfortable, and it helps to remember that chemotherapy is a very effective cancer treatment.
How long will the treatment last?
Please ask your doctor as the treatment duration varies from child to child. It can last anywhere from 2 months to several years depending on the diagnosis. The treatment will have some breaks in it when you may be able to go home for a time or to Ujasiri House. Your doctor will be able to tell you how long they expect your child’s treatment to last, although this may change depending on how they respond to the treatment.
Why does the treatment take so long and have breaks in it?
The treatment aims to kill all the cancer cells in the body. This takes time. Because radiotherapy and chemotherapy both affect normal cells as well as cancer cells, the treatment has to be given over a long period, often with breaks to allow the normal cells time to recover. 
I have no money for the bus fare home, who can help me financially?
We know how difficult it can be financially for families who have a child with cancer so we have a small fund available to help those with financial difficulties. Each case will be assessed on its own merit. If you want to find out about possible financial help please contact or ask the nursing staff to contact our TLM- family Liaison officer.
I am so worried about many things, who can I talk to about my worries?
Looking after a child with cancer is a very worrying and exhausting time for parents/carers, and the ward is not an easy place to be. So it is important to look after yourself as much as you can, so that you can care better for your child. 
Many parents find that it helps to talk about how they are feeling, either to other parents, or counsellors working on the ward. You can arrange with the family liaison officer to talk to them individually. They also run weekly support groups for parents/carers. (Information regarding contact details, group times etc. is available from the TLM patient liaison).
Why do I feel so irritable and get angry so easily at the moment? 
Many parents feel this way, because caring for a child with cancer, in hospital, far from home, is stressful and exhausting. Other parents find they cannot concentrate, or find it hard to sleep, and some feel depressed and hopeless, others become anxious, many feel as though they have no control over anything, all of which makes life difficult.
Suggestions for dealing with this: Often it helps to talk with people about how you are feeling, either with one of the other carers, or by attending one of the Support Group sessions or by seeing one of the support staff individually for support and advice.	Comment by Bode: Or: Support Group
Why do some cancers come back?
Some cancers can come back after the treatment. It may come back in the same area where it first started; this is called a local recurrence. This can happen because tiny cancer cells were left behind and were not destroyed by the chemotherapy or radiotherapy treatments. Then they start to grow again into a tumour.
Or it may develop in a different area of the body; this is called a distant recurrence or metastasis. This can happen because the cancer cells have either grown into the surrounding tissues/organs or because they have broken away from the original cancer and travelled in the blood or lymphatic system to a different area in the body.
Rarely children may be cured from their first cancer and develop a brand new cancer. If there is a risk of this usually doctors will be aware at the time of the original disease and inform you of this risk. Alternatively there may be a history of childhood cancer in your family. In both cases you will be counselled to watch for early warning signs. 
If cancers come back the doctors will reassess the patient to see how to best treat them. There is always something we can do to help your child to feel better.



[bookmark: _Toc298163164]Words doctors use
Doctors often use strange and unfamiliar words that you may not understand. Here are some of the most common ones explained in alphabetical order.
Anaesthetic (general): A drug that puts people to sleep while they have an operation or procedure.
Anaesthetic (local): A drug, cream or injection that makes a part of the body temporarily numb.
Benign: This means not cancer. Not all lumps are cancerous or harmful. Benign tumours usually grow slowly and do not spread.
Biopsy: This is when a doctor takes a small sample of tissue from the body to see if the cells are cancerous.
Blood count: This is a blood test to measure the number of platelets, red blood cells and white blood cells in the blood. Platelets help the blood to clot if you have a cut or become bruised. Red blood cells carry oxygen around the body and white blood cells help defend your body against infections.
Cannula: a thin plastic tube to be inserted into a vein, or as an injection into a muscle or the spinal cord
Chemotherapy: Anti-cancer drugs to destroy cancer cells.
Consent: Agreement to treatment.
Cytology: The microscopic study of body cells. This is very important for making a diagnosis.
Diagnosis: When doctors know what kind of disease the patient has.
Intravenous: This means that a drug or fluid is given into a vein.
Lymphoma: A cancer of the lymph glands or lymphatic system.
Malignant: A tumour or growth that is cancerous and can grow and spread to other parts of the body.
Metastasis: When the cancer has spread from one part of the body to another through the blood stream or the lymphatic system. Cancer that has spread is sometimes called metastatic disease.
Paediatrics: The medical carer of children.
Primary cancer:  The place in the body where the cancer first developed.
Prognosis: The way a disease is likely to affect you in the future.
Radiotherapy: A cancer treatment using high energy X-rays.
Scan: A machine-generated image of the inside of your body.
Steroids: A type of drug that is widely used in medicine. On our ward it can be used to treat some cancers and nausea and vomiting.
Tumour: A lump or growth that may or may not be cancerous.
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