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Instructions for Health-care Providers
The purpose of these Cue Cards for Health-Care Providers is to offer health-care providers guidance on supporting caregivers to discuss human immunodeficiency virus (HIV) with their HIV-infected children. These Cue Cards are designed to be used along with the companion booklet, Knowing about Myself. 
	Knowing about Myself is the second in a series of four booklets. Knowing about Myself reviews some of the content in booklet 1, How to Keep Healthy, and then names what was previously referred to as “your/this condition” as “HIV”. Having just informed the child that he or she has HIV, the booklet then provides support, explains how HIV is transmitted, and encourages positive living. The other booklets in this series include:
· How to Keep Healthy, booklet 1
· Living a Life of Health, booklet 3
· Teen Talk, a question-and-answer guide for adolescents living with HIV



These Cue Cards include a thumbnail image of each page of Knowing about Myself, an explanation of the objective of that page, discussion points, and common questions from children. You may find it helpful to read from these Cue Cards while the caregiver(s) follows along using their copy of the booklet. 
These Cue Cards and booklet may be used in clinical as well as non-clinical settings, including home visits. When you are going through the booklet with the caregiver, ensure that you create the same conditions that are recommended when having this discussion with children—a quiet, private space with no interruptions, a space that ensures confidentiality and communicates to the caregiver that he/she is important and that this discussion is important. Throughout the discussion, remember to use your counselling (“Listening and Learning”) skills. 
Start by reading the booklet to the caregiver, page by page. As you finish each page, check for understanding, and ensure that the caregiver will be able to read the story to his/her child. Follow the “Discussion points” that you will find on the following pages. Ask the “Common questions” to engage the caregiver as you would hope the caregiver will engage his/her child. Ensure that you have sufficient time to discuss the content of the booklet with the caregiver, as there may be questions. 
Additional guidance on disclosure for health-care providers, including responses to the common questions listed on the pages that follow, can be found in HIV Disclosure in Children—A Practical Guide, available at http://sun025.sun.ac.za/portal/page/portal/South_to_South/uploads/FXB%20DISCLOSURE%20PROCESS%20PRAC%20GUIDE.pdf and www.womenchildrenhiv.org/wchiv?page=ch-12-00. 




Cover, page 1
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Introduce the picture booklet. 
Discussion points:
· I would like to discuss with you how you are going to tell your child he/she has HIV.
· Has your child asked any questions about their condition? What has she/he asked? How have you answered these questions?
· The important thing is for you to answer his/her questions as honestly as you can. 
· Have you tried to talk to your child about HIV before? What have you talked about?
· You may have gone through the first booklet How to Keep Healthy. When you feel the child is mature enough to understand what it means to have HIV, then it will be time to read this, the second booklet—Knowing about Myself. 
· This booklet can provide you with an opportunity to further discuss your child’s HIV infection with him/her.
· If you feel comfortable doing so, write your child’s name in the booklet. 




Page 2
	Review “A message for caregivers”. 
Discussion points:
· Choose a good time to read the booklet with your child, a time when you will be undisturbed.
· This booklet should seem to be part of your normal conversations with your child.
· It is to be used with children from about 6 years of age to 10 or 12 years of age, depending on the child’s maturity. 
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]You should try to make sure that your child is old enough to understand how to keep information about HIV private, if that is what you want.
· When your child hears that he/she has HIV, he/she may become frightened, angry, or very quiet. All of these feelings are normal.
· Remind your child that HIV is not anybody’s fault.
· Encourage your child to ask questions.
· It is important to understand and to listen to your child. The way you manage the talks with your child will help make future discussions easier. This will help you both to be more comfortable living with your child’s HIV infection.
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	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Talk about keeping healthy. 
Discussion points:
This page and the next two pages review content from the first booklet as a starting point to the discussion of full disclosure and to put the discussion in context of “living positively”. Encourage your child to talk about, or ask questions about, the first booklet, How to Keep Healthy, to help you gauge where your child is on his/her emotional journey.
If you want, provide a quick summary of the first booklet. It could go something like this: “Do you remember in the first booklet we talked about your condition and how to keep healthy? We also discussed how to deal with teasing and that your condition will not go away”.
Common questions:
· But what if you cannot eat enough healthy food because you feel too sick to eat? (Response: some days you will not feel like eating, and that is OK because on other days you will be very hungry and eat more than usual.)




Page 4
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Emphasize the importance of going to the clinic and taking medicines. 
· When appropriate, use this opportunity to further discuss healthy eating, eating enough, eating even though you may not be hungry (for children who are underweight), and making healthy food choices.
· This booklet and the previous one discuss a number of ways to stay healthy: going to the clinic regularly, taking your medicines, getting enough sleep, and eating healthy. Use this opportunity to review other ways to stay healthy that are not discussed in this booklet:
· Exercising (playing outdoors, walking)
· Playing with friends
· Joining a club
· Going to school
· Bathing regularly
· Washing hands before eating, after using the toilet, after playing outdoors, after coughing/sneezing, before helping with food preparation
· Brushing your teeth at least twice a day
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	Discuss the importance of medicines. 
· Help the child to understand that there is no cure for HIV right now. 
· Emphasize the role of antiretrovirals (ARVs) in keeping the child healthy and strong. 
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Page 6
	Discuss how the body fights the condition. 
Discussion points:
· Similar to the previous page, your child may need some time to look at the characters in the picture. He/she may have questions such as, “Why is the good guy cell carrying a sword?” Try to answer these questions; children need to feel they understand the concrete messages before they can focus on the message conveyed in words. 
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Spend some time on this page. You may even have to read it twice and act out the scenario between the “good guys” (note the CD4 cell character, i.e. the disc-shaped character who is holding a sword) and this condition (the “bad guys”).
Common questions:
· What if this condition kills all of the “good guy” cells? (Response: you will probably get sick; medicine helps to prevent this.)
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	Define CD4 cells. 
Discussion points:
· Your child’s reaction to this page will probably be similar to that of the previous one. Again, take some time to help him/her understand. 
[image: A5_How-to-Keep-Healthy_BLK_Page_01]If you and your child have been using the term “CD4” or “CD4 cell count”, then connect those conversations to this discussion. (For example, do you remember the nurse mentioning that your CD4 count at our last visit  was 550?)
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	Explain what this condition is. 
Discussion points:
· Take your time with this page. Stop and wait for your child to react, even it means that there is silence for several minutes. 
· Your child might be upset when he/she hears that he/she has HIV. Allow the child to be upset and to cry; reassure the child that his/her reaction is normal.
Common questions:
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]I have heard that HIV can turn into AIDS; is that true? (Response: Yes, HIV can turn into AIDS. This is most likely to happen to people who do not take their medications as directed.)
· Can people die from this? (Response: Yes, people do die from this.)
· Will I die? (Response: If you take your medication the way you are supposed to take it, go to clinic for all of your appointments, and take good care of yourself as we have discussed, then you will probably live as long as other children your age.)
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	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Encourage the child to identify how 
she/he feels. 
Discussion points:
· It is very possible that your child may need some time to think about what he/she has heard. Take your time, even if it means that there is silence.
· The caregiver should watch for signs from the child that this information is too much and that a break is needed.
· If your child is feeling afraid, sad, or angry, reassure him/her that these are normal feelings that anyone would feel after hearing such news.
· If the child is silent, the caregiver might say something like: “Sometimes when children hear that they have HIV, they may feel frightened, worried, or angry. This is very normal. I am here to talk to you if you decide later on that you want to talk with me.”
· You should feel free to stop here; the discussion can continue at a later time, even another day or week.
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	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Provide the child with a way to express how he/she feels. 
Give the child time to absorb the information he/she has just heard and to let any immediate emotions subside before continuing.

Ask your child to articulate how he/she is feeling by asking him/her to look at the images of the faces on this page and choose the face that best matches how he/she feels. 




Page 11
	Discuss the effect of HIV on the body. 
Discussion points:
· Ask your child what he/she knows about HIV. Listen to the response carefully so that you can correct any misunderstandings. 
Common questions:
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Why can’t the body fight off illnesses if I have HIV? (Response: remember when we talked about the “good guy cells”, which are also called “CD4 cells”? Remember how the CD4 cells protect us? Well, when you have HIV, you can have fewer of the CD4 cells so your body can’t fight off illnesses the way that some of your friends can fight illnesses. Taking medicine can help you to have more CD4 cells.)
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	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Discuss how children get HIV. 
Discussion points:
· Ask your child what questions he/she has at this point.
· Depending on his/her experience, he/she may find this page simply interesting or it may bring up painful memories. 
· Some children will have questions about HIV transmission; others will be silent. Others may wait until this booklet is read to them several times before they will be ready to ask how other children get infected. 
· Children who have been abused may need additional support at this time. 
· Ask your child:
· Have you ever felt like this condition (that is, HIV) is your fault?
· Regardless of how the child acquired HIV, spend time reassuring him/her that it was not his/her fault. If the child acquired HIV through mother-to-child transmission, reassure him/her that the mother is not at fault either. 
Common questions:
· So, HIV is in my blood? (Response: yes, it is in your blood and we will discuss this later in the booklet.)
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	Initiate a discussion of “positive living”. 
Discussion points:
· First, take a few minutes to encourage your child to talk about taking medicine every day, whether that is happening currently or in the future. Does taking medicine every day make him/her feel different from other children?
· If appropriate or needed, mention the importance of excellent adherence (i.e. taking medicine every day exactly as instructed by the health-care provider).
[image: A5_How-to-Keep-Healthy_BLK_Page_01]
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	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Discuss how HIV is—and is not—transmitted. 
Discussion points:
· Encourage your child to ask questions about how HIV is transmitted. Ask what other people say about how HIV is transmitted. Correct any misunderstandings.
· If your child has questions about blood-to-blood transmission, explain that this can happen, if, for example, a health-care provider reuses needles that were previously used on a person with HIV. This is why health-care providers at the clinic always use new needles when they give you an injection or take your blood.
· This page brings up the issue of HIV transmission through sex. Younger children may allow you to gloss over this point without question. The wording in the booklet is for children who are from about 6 years of age to 10 or 12 years of age. 
· You could explain “sexual relations” further by saying for example: A man can pass HIV to a woman or a woman to a man if they are in a special relationship shared by adults; for example, if they are married or having a romantic relationship. 
· You should feel free to reword this point in a manner that feels comfortable for you. However, don’t be tempted to skip it entirely, as it provides an opening to discuss relationships and sex at a later time, when your child is more ready.
· Children who are a bit older (aged 10 to 12, maybe) might just giggle or feign disgust. In conversing with most children in this age group, you can make the point that this special relationship is between adults only. Depending on the age of the child and family traditions, you can also refer to the adults as married, living together, or sleeping together. If you are comfortable naming this as a “sexual” relationship, you should do so. If the child was sexually abused, then you will need to take this history into consideration when discussing sexual transmission. 
· For older children (aged 12 and older), this page provides an opening to discuss relationships. You should certainly refer to the “special relationship” as a “sexual” relationship and describe transmission as occurring during sex so that the child is clear that HIV is not transmitted casually. For older children:
· Do not miss the opportunity to stress that even if you have HIV you can still have a boyfriend/girlfriend, but HIV brings with it special responsibilities to ensure that your partner does not get HIV.
· Remind him/her that he/she should have a trusted person with whom he/she can talk—few young people are comfortable talking to their caregivers about relationships.
· The more comfortable you are talking about sex and sexuality, the more likely your child is to come to you with his/her questions now and later on. These discussions are the foundation for communicating to your child your family values.
· Think about your own and your family’s values and the messages you want to convey to your older children around sexual relationships, responsibility, and HIV prevention. Regardless of your message, it is important that young people understand (maybe not immediately, but before they start dating) that HIV is transmitted sexually and that HIV infection brings with it the burden of ensuring that the virus is not further transmitted to anyone else.
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	Stress that children with HIV are like other children. 
To encourage discussion, you may want to ask your child: 
· Do you ever feel different from other children?
Discussion points:
· This page celebrates childhood and invites children with HIV to live normally. 
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Ask your child: What is your favourite thing to do? What do you dream about doing someday? Assuming your child can answer these questions, reassure him/her that he/she can do all of these things just like anyone else. 
· Had you imagined yourself getting married someday and having babies of your own? You don’t have to if you don’t want to, but if you want to, there is no reason why you can’t! 
· Be sure to tell your child—some may need to hear it over and over again—that having HIV is not her/his or anybody’s fault.

Many children and adults with HIV live long, healthy lives.




Page 16
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Encourage him/her to identify a close friend or trusted adult whom he/she can share his/her feelings with. 
Discussion points:
· Some children will need time to identify a person in whom they can confide. Allow them to take time. Many children need time to adjust to their own diagnosis before they can discuss it with anyone else.
Common questions:
· What if I do not feel comfortable telling anyone? (Response: would you feel comfortable telling me? Or: Give yourself time, maybe you will feel more comfortable talking about this in a week, or a month, or maybe next year.)
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	Summarize the key messages in the booklet. 
Discussion points:
· Listen carefully to your child’s response to the question, “How do you feel after reading this booklet?” Children often answer such questions with a one word response, such as “OK” or “good”. If this is how your child responded feel free to follow-up with: How do you feel about having HIV? Is it a relief to finally know what you have? 
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Encourage discussion by asking something like: “You seem sad (or angry or quiet—choose an adjective that describes your child’s mood right now); would you like to talk about it?”
· Encourage the caregiver to create an environment in which the child feels comfortable asking questions whenever he/she feels the need to do so.
· Let the child know that there is always someone who can provide support, he/she will not have to face the future without this support.
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A message for caregivers:

This booklet will help you talk to your child
about HIV. It can be used with children from
about 6 years of age to 10 or 12 years of age
who are able to understand the information.

Before you use this booklet with your child, talk
to your child about his/her health and make sure
that talking about these things is comfortable.
This booklet is just part of the normal talks

you will have with your child. You should also
try to make sure that your child is old enough

to understand how to keep this information
private, if that is what you and your family want.

When you get ready to tell your child
about HIV, try to make sure that you are
in a comfortable and private place.

ok

When your child hears this information, he or

she may feel frightened or angry or may become
very quiet. All of this is very normal. Do not try to
change what your child feels—try to give the com-
fort that they need and let them know that they
can always ask questions. Also tell your child as of-
ten as you need to that HIV is not anybody's fault.

Knowing about Myselfis the second

in a series of four booklets. The other

booklets in this series include:

+ How to Keep Healthy, booklet 1

« Living aLife of Health, booklet 3

+ Teen Talk, a question-and-answer guide
for adolescents living with HIV

What you are doing may be a hard thing to do,
but it is very important to pass this information
onto your child when he/she is ready to hear it.
If you wait too long to tell your child, it may be
harder for him/her to handle. Also, remember
you can always ask the counsellors, nurses, or
doctors any questions as they come up. They
are there to support you and your family.
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What questions do you have about that booklet?

Today, we are going to talk about your health.

Do you remember the things that you need to do to keep healthy?

Eat healthy foods. Sleep and rest when you feel tired. g% S
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Even when you are feeling well, the condition that we read about in the last
booklet is in your blood. That is why it is important to go to the clinic regularly.
e T
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If your doctor thinks you need medicine, you will receive it at
the clinic.
The medicines help the good guys that put the condition
to sleep. You will need to take the medicines every day.
How does this make you feel?
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Inside your body, you have
these little things called “cells”
that carry around your blood.
. Some of these cells are
' “good guy cells” that help
your body to fight off this
condition. Maybe we can
think of the condition
as the “bad guy”.

This condition (the bad
guy) gets inside these
good guy cells and kills
them off, so that your
body cannot fight off the
condition any longer.
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The good guy cells that put the
condition to sleep are called
CD4 cells. The CD4 cells help

you fight off this condition.

Have you ever heard of the
word “CD4" or “CD4 count”?

When you do not have enough
CD4 cells, you can get sick.

Do you have any
questions so far?
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This condition is strong,
but we can fightit.
Do you know the name of your condition?

You have HIV.
Have you heard anything about HIV?
Tell me the things that you have heard.

Did you know that we can fight HIV by taking medicines
every day? Your doctor will decide the right time for
you to begin taking medicine. If you take it every day,
you will be healthy and can live to be very old.
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Sometimes when children hear they have
HIV, they get frightened, angry, or sad.

You may want to cry. Maybe you want to talk about it, or maybe
you don’'t want to talk about it. Either is fine.

11 o
I |
L

Feel free to ask me any questions at any time. If | can’t answer your
question, we can go to the clinic and ask the doctor or nurse.

Should we take a break now, or do you want me to continue?

&
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Which of these faces shows how you are feeling now?
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Do you have any questions?
HIVis a virus, just like the viruses that cause colds. Even though both HIV
and the common cold are caused by viruses, the cold virus eventually

goes away, but HIV doesn't. AT
\ ’

HIV lives in your blood
and makes it hard

to fight off sickness,
which is why you may
get sick more often
than other children.





image13.png
Some children got it before they were born or when
they were born. Some got it when extra blood was
put inside them at the hospital (a transfusion).

Some children may have been abused.

Itis not your fault that you have HIV. If you got HIV

when you were inside your mother’s belly, it is not her
|1€}%%§, fault either. It's nobody’s fault; it just happened.
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Now that you know what you have, the most
important thing is to take care of your health.

That means taking your medicine
every day once your doctor has
decided that you are ready.

How do you feel
about having to
take medicine
every day?
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You cannot give HIV to anyone by touching them, hugging them,
playing sports or games with them, eating from the same plate,
or using the same toilet.

The only way people can get HIV is:

« From their mother, either before they were born or from breast milk.
« By getting the blood of someone with HIV into their own bodies.
« From sexual relations.

S
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How do you feel about having HIV?

You did not do anything to get HIV.

It is something that just happened, and we will learn how to live with it.
You are no different from any other child.
Just like other children,

you can...

« Play GOLE
« Have friends ¢
+ Go to school
« Get a job someday
+ Get married
someday
« Have babies
someday
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Talk to an older

person, like an aunt,
grandmother, or
teacher, so that you can
get your feelings out.

But because HIVis a
private thing, let us
talk together about

who you would feel
comfortable telling.

Can you think of
someone you trust?
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I am telling you about HIV because | think you are
old enough now to learn about your condition.

And now you know why it is so important for you to go to the
clinic and take medicines if the doctor or nurse tells you to.

When you have questions,
you can ask me or we can talk
with the counsellors, nurses,
or doctors at the clinic.

How do you feel after
reading this booklet?

< What questions do you
‘ have for me now?

L e
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