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Instructions for Health-care Providers
The purpose of these Cue Cards for Health-Care Providers is to offer you, the health-care provider, with 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, Living a Life of Health. 
	Living a Life of Health is the third in a series of four booklets. Living a Life of Health was written to facilitate discussion between caregivers and their children with HIV around living with HIV. It provides caregivers and children an opportunity to discuss living with HIV (now that the child knows that he/she is HIV-positive) and communicates important messages around living positively. The other booklets in this series include:
· How to Keep Healthy, booklet 1
· Knowing about Myself, booklet 2
· Teen Talk, a question-and-answer guide for adolescents living with HIV



These Cue Cards include a thumbnail image of each page of Living a Life of Health, 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 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. 
In addition to the three booklets, you will also find a fourth resource called Teen Talk. Teen Talk is a practical guide to assist adolescents living with HIV. It includes information useful to adolescents, who face challenges and opportunities that are very different from those faced in childhood. 


Cover, page 1
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Introduce the booklet. 
Discussion points:
· Use this booklet when you think that your child is beginning to feel comfortable talking about HIV.
· This booklet will support you to talk to your child about how he/she is feeling and to help him/her feel more comfortable living with HIV. 
· As your child is getting older, it is important to get him/her to take more responsibility for taking medicines.
· 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.
· Read the booklet to your child when nobody else is close by. This booklet should seem to be part of your normal conversations with your child.
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]It was developed to be used with children over 9 years of age, depending on the maturity of the child, who know their HIV diagnosis. 
· Encourage your child to ask questions.
· After your child has learned that he/she has HIV, matures, and becomes more comfortable living with HIV, he/she may have new questions. Sometimes, he/she may ask the same things over and over again. This is normal—allow your child to do this.
· Your child’s feelings and emotions about HIV may change from day to day. Your child may sometimes be happy, sad, or worried. 
· 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.






Page 3
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Ask what they remember from the first booklets.  Ask how they are feeling. 
Discussion points:
· Encourage your child to talk about or ask questions about the first or second booklets in this series 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 discussed your HIV infection? We also discussed how you could take care of yourself to live a long life. We found out that we can preserve our CD4 cells and fight HIV by taking our medicine every day. We also discussed how HIV is transmitted”.
· You will notice that this page, like others in this booklet, includes questions to encourage your child to discuss their feelings.
· As in the first two booklets, this booklet also provides the caregiver with a tool to encourage discussion. Take your time, and go through the booklet at your/your child’s own pace. Give your child time to answer the questions, even if it means that there are periods of silence.




Page 4
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Reassure the child that it is normal to feel sad, angry, or frightened. All of these feelings are OK. 




Page 5
	Reassure the child that everything is the same. 
Discussion points:
You might want to ask your child, for example, if he/she feels any different now that he/she knows he/she has HIV. 
Common questions:
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Why do I still have to go to school? (Response: for the same reason you had to go to school before you knew you had HIV and for the same reason that other children have to go to school—because you need to learn to read and write.)




Page 6
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Ask how things are going. 
Listen carefully to the response.






Page 7
	Discuss positive living. 
· Encourage your child to live positively with HIV. People who live positively are more likely to take their medicines and are more likely to live relatively healthy and normal lives than people who do not take care of themselves.
Discuss adherence.
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Adherence refers to taking your antiretroviral (ARV) and other medicines (such as co-trimoxazole) exactly as prescribed for your entire life—even if you feel healthy (“every pill, every day”).
· Why is excellent adherence essential?
· To ensure that ARV therapy and other medications do their job, which is to increase your CD4 cell count and to decrease the amount of HIV in your body.
· To make sure you enjoy the benefits of taking ARVs, such as feeling better, not getting sick as often or as badly, living a longer life, etc.
· To reduce the risk of spreading the virus to others, which we can call “altruistic adherence” or “treatment as prevention”.
· To help you grow and develop into a healthy adult.
· So your HIV virus does not become resistant to certain medicines. 
	Box 1: Supporting Adherence
Support caregivers to work with their children to develop a personal adherence plan. This plan should address:
· WHO will help you remember to take your medicine every day at the same time? Is there someone who can help you come to the clinic for appointments?
· WHAT medicines are you taking? What is the dose, and how often will you take it? What will you do when you are about to run out of your medicines? What will you do if you miss a dose of your medicine?
· WHEN will you take your medication? Establish a routine. 
· WHERE will you take your doses of ARVs (e.g. at school, home, work, etc.)? Where will you store your ARVs?
· HOW will you remember to take your medicines at the same time, every day? What about when you are at school or work? When you are away from home? When you are with your family? When you are with your friends? How will you know that you have taken your doses so that you do not miss any or take them twice? 



· Despite its importance, there are many reasons why children and adolescents fail to adhere to their medication. 
· Children who are 12 years of age or younger probably rely on their caregivers to support their own adherence. As such, much of the adherence responsibility and therefore adherence counselling is targeted to the caregiver.
· Young people who are 13 years of age or older are typically starting to take responsibility for their day-to-day health needs, including responsibility for adherence. This responsibility should be transitioned to an adolescent with HIV over a period of months, maybe even years, as the adolescent becomes more and more capable and responsible.  
If a young person is taking his or her own medication, encourage caregivers to support adherence. See Box 1 for a listing of key points that caregivers and young or adolescent clients should discuss when developing an adherence plan. 
· See Teen Talk for ideas on how to remember to take medications. 
· Caregivers of older adolescents should occasionally assess their child’s adherence, but always in a non-judgemental manner. They can use questions similar to those used by health-care providers (see Box 2). 
· Keep in mind the most common reason for non-adherence is side effects! Encourage young clients and their caregivers to work with their health-care provider to manage side effects. 

	Box 2: Assessing Adherence
Ways to ask about adherence:
· Can you tell me about any challenges you have had lately with your medicines?
· What support or reminders do you have to take your medicines at the same time, every day?
· I would like you to think about the last 7 days. How many pills did you take late in the last 7 days? What were the main reasons you took them late?
· How many pills did you miss in the last 7 days? What were the main reasons you missed them?
· How did the medications make you feel?







Page 8
	Discuss how HIV is transmitted. 
Discussion points:
· Encourage your child to ask questions about HIV transmission. Correct any misunderstandings.
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]If your child has questions about blood-to-blood transmission, you can 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, like page 14 in booklet 2, brings up the issue of sexual transmission. Younger children may allow you to gloss over this point without question, but be sure to mention HIV transmission through sex in a way that is comfortable for you. The more comfortable you are talking about sex and sexuality, the more likely your child is to come to you with his/her questions. These discussions are the foundation for communicating your family values to your child.
· For older children (aged 12 and older), this page provides an opening to discuss relationships. Do not miss the opportunity to stress that even if you have HIV, you can still have a boyfriend/girlfriend. 
· Regardless of your message, it is important that young people understand (maybe not now, but before they start dating) that HIV infection brings with it the burden of ensuring that the virus is not further transmitted to anyone else. 
· Caregivers of adolescents will need to develop a plan to discuss with their children contraception, HIV prevention, and safer sex including condoms (see Teen Talk for advice).



Page 9
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Discuss how HIV is not transmitted. 




Page 10
	Encourage him/her to identify a confidant. 
Common questions:
· Can I tell my best friend that I have HIV? How about my other friends? (Response: Of course you can tell your best friend, you can tell others too. But let’s start with your best friend, how do you think he/she will react? Do you think he will tell anyone else?)
Discussion points:
· Discuss with your child who they should and should not tell about his/her HIV status. 
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]The child’s willingness to disclose to others will depend on his/her own adjustment to their diagnosis, his/her feelings about HIV, and his/her confidence in dealing with his/her confidant’s reactions and questions (all of which will change over time). If your child wants to disclose to a friend, be sure he/she is prepared to answer the friend’s questions and deal with his/her reaction.
· If your child is an adolescent, you might even want to discuss when it is appropriate to disclose to a boyfriend/girlfriend (see Teen Talk for advice).
· Some children will need time to identify a person in whom they can confide. Allow them to take time.




Page 11
	Discuss disclosure to others. 
Discussion points:
· Caregivers may want to think through how they will support their children should their child experience a negative reaction to disclosure.
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]If your child’s disclosure to a friend has not gone as planned, provide your child support. Never condemn your child’s decision to disclose to this individual. Instead, congratulate your child on his/her courage and the fact that he/she is taking responsibility for determining who does and does not know his/her HIV status. 
· Remind the child that sometimes friends need time to absorb the information you have disclosed to them. They may or may not have reacted negatively because of a fear of HIV. Maybe they reacted negatively because they would have wanted to know sooner!
· If the negative reaction is due to a fear of HIV, at a later date—maybe tomorrow, next week, or next month—suggest that your child consider going back to that friend, letting the friend know that his/her friendship is valued as witnessed by the disclosure. Address the friend’s fears by finding out what he/she is afraid of, and address his/her misconceptions. 
· This might allow the friendship to heal, or it might not. A true friendship will be strengthened by disclosure. Other friendships could weaken after disclosure. 




Page 12
	Summarize the key messages in the booklet. 
Discussion points:
· Again, take this opportunity to remind your child of the importance of living positively with HIV.
Common questions:
· [image: A5_How-to-Keep-Healthy_BLK_Page_01]Why do I have to take my medicines every day? Why not every other day? (Response: because the medicines stay in your body for about one day, then they disappear. If you take your medicines every other day, that means that every second day there would be no medicine left in your blood, so the HIV will have opportunity to regain strength and make you sick. If you take your medicine every day, you will make sure that there is enough medicine in your blood every day to fight HIV.)




Page 13
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Ask your child what additional questions he/she has. 




Page 14
	[image: A5_How-to-Keep-Healthy_BLK_Page_01]Provide the child with a way to express how he/she feels. 
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A message for caregivers:

Telling your child about HIV may have
been very hard to do. This booklet will
help you to talk to your child after he or
she has learned about having HIV. This
booklet is just part of the normal talks
you will have with your child. It can be
used with children over 9 years of age.

When you get ready to talk to your child, try
to make sure that you are in a comfortable
and private place. You may think that once
you tell your child about HIV, that is the end
of the story. But children may have other
questions that come up after they have
time to think about what they heard.

KA

Remember, it is OK if your child asks the same
questions over and over again. It is OK if
sometimes your child seems happy and then
sometimes angry, frightened, or quiet. All of
these are normal feelings that most children
go through after hearing about HIV. The most
important thing is that you allow your child to
ask questions and give him/her comfort when
he/she needs it. Also tell your child over and
over again that HIV is not anybody’s fault.
Living a Life of Health is the third in
a series of four booklets. The other
booklets in this series include:
« How to Keep Healthy, booklet 1
« Knowing about Myself, booklet 2
« Teen Talk, a question-and-answer guide

for adolescents living with HIV
The counsellors, nurses, and doctors at the
clinic will be there to help answer your ques-
tions and give you information if you need it.
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Do you remember when we read How to Keep Healthy and Knowing
about Myself? Do you remember our talks about HIV?

What questions do you have about the booklets or about what we discussed?
How are you feeling now about your HIV infection?
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Sometimes when children hear that they have
HIV, they get sad, frightened, or angry.

Sometimes, they may not féel
like talking or playing with y

‘{i friends. All of this is OK.
)

\\;\i )

{

{\

\5 \\

(
\
\/ \ If you feel down, the most important thing is to talk
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It may be hard to continue with
school or other things after you
hear about having HIV.

Do you ever feel different from
your friends at school?
Remember, everything is just
the same as before. You can
still play sports, have friends,
and get a job and get married
someday.

The only thing is that now you
know about yourself.
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Tell me, how are things going
for you at school?

How are things going for you
with your friends?

Remember you can
always talk to me.

A
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Do you remember the things we talked about that will
help to keep you well? What are those things?

Eat healthy foods, get enough sleep, go to the clinic, and take your

medicines every day once your doctor decides that you are ready.

As you know, HIV does not go away. As you get older, it is important

that you remember to take your medicines every day. Iy
k¥
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Remember that HIV is a virus that is very
hard to pass on to other people.

Do you remember how it is transmitted from one person to another?

« From mother to child either « When the blood of someone
during pregnancy or from with HIV gets into someone
breast milk. else’s body.

« From sexual relations.
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Remember, 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.

e
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HIV is a private thing, so we do not
want to tell everybody about it.

Sometimes it might be hard to
keep your HIV status private.

Has it been hard for you to keep
from telling your friends?

There are some people whom it is safe to tell.

Tell me who you trust and might
feel comfortable with.
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Have you told anyone about your HIV?

What did that person say? Some people will be helpful when you tell them.

Some may be angry, but remember, this is not your fault. Some

people do not understand HIV and may react inappropriately
when they hear someone has it.

You can always come and talk with me.
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Together we can manage your HIV infection.

The best way to do this
is to take your medicine,
go to the clinic, and

eat healthy foods.

I will help you to keep
healthy, and the nurses,
. doctors, and counsellors
A will help too.

| Together, we can make
sure you stay well.

What do you think
about this?
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Do you have any questions?

What worries do you have
about this?

Remember you can
always come and talk
with me or with someone
else who you trust.
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My Thoughts and Feelings
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