


Adapted Pediatric HIV Disclosure Manual


This manual was developed to guide the delivery of an HIV pediatric disclosure intervention. The intervention is guided by a theory and empirically- guided disclosure model, best practice recommendations of the American Pediatric Association, the Thai Pediatric HIV Disclosure Manual (2009), clinical experiences and research conducted by the authors and others. 
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[bookmark: _Toc172099437]Introduction
The scale-up of antiretroviral therapy (ART) in resource-limited settings is dramatically changing the landscape of pediatric HIV care. Millions of children infected with HIV at birth now have access to life-saving therapy and are expected to live into adulthood. Yet, expanded access to ART is not, in and of itself, sufficient for these expectations to be fully realized. Changes in other inter-related elements of pediatric care are also needed; among these, informing the child that s/he has HIV in a timely, age-appropriate manner. The process of disclosing an HIV diagnosis to the child has been recommended by leaders in the field for over a decade 1,2. This recommendation is consistent with child rights and research showing that it confers several benefits, importantly, better adherence to therapy, better clinical outcomes, better psychological adjustment and lower risk of transmitting HIV when the child becomes sexually active. However, it is estimated that as many as 75% of children in some regions have not been informed that they have HIV. This challenging and pervasive problem is even more critical in the era when children have the opportunity to survive childhood and live through adolescence.
This intervention is grounded in a traditional Ghanaian concept, “SANKOFA”, and behavioral and bioecological systems theory. The patient-centered intervention approach uses an Adherence and Disclosure specialist model where a designated specialist familiar with the socio-cultural norms of the community is well trained to target modifiable information, motivation and behavioral skills of caregivers to facilitate their engagement in the process of disclosure (i.e., pre-disclosure, disclosure, and post-disclosure phases) in a manner suitable to the needs of the child.
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[bookmark: _Toc172099438]Conceptual Background & rationale 
“The intervention is grounded in the principles of Sankofa and guided by an HIV pediatric disclosure model drawn from our prior research conducted in Ghana and that of others, bioecological systems theory, and core elements of the Information-Motivation-Behavioral Skills (IMB) model of Health Behavior Change 18 and other applications of it 19, 20.The model applies these conceptualizations to a dynamic behavior that requires specific attention to multiple
systems that simultaneously influence an individual’s decisions to disclose HIV status to the child. The specific content of the core IMB-areas (information, motivation, behavioral skills) is articulated to the process of initiating and sustaining disclosure behavior over time (Fig. 1). With the integration of bioecological systems theory, emphasis is placed on situating the core variables within the cognitive-affective, socio-cultural environment, developmental age of the HIV-infected child, and systems of relationships that form the caregiver’s and child’s environment in which disclosure occurs.
Consistent with the essence of the IMB model, the interrelations among the core constructs of the disclosure model specify that disclosure information and disclosure motivation most often work through disclosure behavioral skills to affect the caregiver’s process of HIV status disclosure (or non-disclosure) to the child. Information that is highly relevant to disclosure may be accurate information or faulty heuristics or misinformation that the caregiver has about disclosure of HIV status to the child. Critical to disclosure is accurate information about HIV treatment and prognosis, why adherence is important and relationship to disclosure, age/ development appropriate-content to inform the child about HIV status and what to expect of the child’s reaction and adjustment and sources of support. Motivation is the personal and social beliefs regarding the positive and negative consequences of disclosure and non-disclosure.
These are influenced by past experiences and socio-cultural milieu. For example, this would

include the caregiver’s perception of stigma and perceptions of consequences if others learn of the child’s HIV status. Prior research has demonstrated the importance of perceived benefits outweighing negative consequences in the individual’s decision to disclose 4, 5, 7. Behavioral Skills are objective and perceived skills and one’s sense of self-efficacy in implementing these skills requisite for effective disclosure of HIV status. These include skills to communicate effectively with the child about his/her diagnosis in an age appropriate manner and activate sources of support to enhance child’s adjustment. Information, motivation and behavioral skills influence disclosure behavior which in turn influences the child’s health outcomes (e.g., adherence, virologic). Disclosure is understood as a process with caregivers moving through phases of pre-disclosure, disclosure, and post-disclosure. Disclosure of HIV status to the child is not a one-time event, but rather a process, involving ongoing discussions about the disease as the child matures cognitively, emotionally, and sexually. The child is viewed from a developmental perspective within the context of his or her environment and systems of relationships. Children’s perception of self, health, illness, and death evolve as they mature through different developmental stages. The interaction between factors in the child’s maturing biology, his immediate family/community environment, and the societal landscape influences his/her development. Once the diagnosis has been explained to a child, it needs to be reinforced or regularly discussed as the child develops because many children will not have understood the full implications of the disease or diagnosis at the time of disclosure 21, 22. For example, preadolescent children can cognitively understand the concepts about the virus but may be less likely to think of the future implications, such as transmission risks and safe sexual practices.

Correlates of disclosure identified in our prior work and that of others map well onto the IMB constructs; hypothesize that disclosure will be more likely when well informed about HIV and perceives benefits of disclosure, positive/supportive relationships and have the skills to engage in the disclosure process. For example, in studies conducted in Zambia and the Democratic Republic of the Congo, a common reason caregivers gave for disclosure is the hope that by knowing their status, the children will have better adherence to treatment 6, 15. The role of cognitive-affective processes in terms of acceptance of one’s and/or child’s HIV have been recently highlighted as well. Further, as we have found in our work in Ghana, and as others have also observed, for some caregivers, navigation through the stages may be difficult if the



caregiver lacks disclosure skills and most often will require or expect medical professionals to help them through the process 2, 13, 23-25.
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Fig.1. Conceptual Disclosure Framework
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[bookmark: _Toc172099439]Overview Intervention
The intervention is guided by the disclosure model and contains two key elements to target well- documented, modifiable barriers to promote disclosure.
· The first component is use of an adherence and disclosure specialist model where a designated specialist (hitherto, referred to as the “CPS”) familiar with the socio-cultural norms of the community is well trained to assist families go through the process of disclosure (i.e., pre-disclosure, disclosure, and post-disclosure phases).
Our preliminary work has shown that caregivers have prefer to have assistance from a health care provider. Further, a specialist (as opposed to team) in the clinic will be used because of the cultural environment and complexity of disclosure process that makes having specific point person advisable. This will allow continuity and foster development of a trusting relationship with the caregiver and child.
· The second component is disclosure as a process whereby the CPS will guide the intervention sessions to the Information, Motivation and Behavioral Skills needs of the caregiver and the age and neurocognitive development of the child. There will be scheduled education and counseling sessions, divided into three main phases: pre- disclosure, disclosure, and post-disclosure as outlined in the HIV disclosure intervention schema (Figure 5).
A summary of key issues33 to be discussed during these sessions are outlined in Table
1. The CPS will have frequent and scheduled sessions with eligible caregiver and child dyads. The pre-disclosure sessions will address the caregiver’s disclosure information, motivation and behavioral skills. During these individualized sessions, the caregiver will learn the benefits of disclosure, how to disclose to a child in developmentally-appropriate manner, adjustment and coping after disclosure. The caregiver’s concerns about negative consequences of disclosure will be discussed and coping skills, social problem solving, and communication skills developed with didactic and interactive techniques. For example, the CPS will have a mock disclosure session with the caregiver where all
the difficult questions anticipated from the child will be discussed. The date and venue of the disclosure will be discussed as well. If the caregiver chooses to disclose at home or the opportunity avails, the CPS will provide a phone number for the caregiver to call after the event to register the exact date of disclosure and also provide support to the caregiver if needed. If the caregiver chooses to have the CPS present at disclosure the venue and date will be discussed. After disclosure, the CPS will continue to meet with the caregiver and child at frequent and scheduled intervals to assess post-disclosure problems and coping, provide referral to services that the family may need, continue to help the child to understand in an age-appropriate manner HIV infection and its implication on his/her day-to-day activities.

Table 1. Summary Disclosure Process11


	Pre-Disclosure Sessions
[image: ] Meeting of the Adherence Disclosure Specialist (CPS) with the parent/caregiver to start the process.
[image: ] Discuss importance of disclosure and ascertain whether the family has a plan in mind.
[image: ] CPS to respect and be sensitive to the intense feelings of the caregiver about disclosure.
Access anticipated response of the child if he/she is told of the diagnosis
If the caregiver is ready to disclose, guide them in various ways of approaching disclosure.
[image: ] If the caregiver is not ready to disclose, schedule follow-up meeting to discuss the need for disclosure, how to disclose, the support system in place for and after disclosure; provide reading materials to help with the process.
[image: ] Respect the caregivers timing, but strongly, encourage the caregiver not to lie to the child about the diagnosis

	Disclosure Sessions
[image: ] When the caregiver is ready, have him/her think through or write out how they want the conversation to go.
[image: ] Caregiver should choose a place where the child will be most comfortable to talk openly.
[image: ] The CPS will provide the caregiver with questions that the child may ask so the caregiver is prepared with open and honest answers.
[image: ] If the caregiver cannot do this alone, the CPS may offer to be present at disclosure.
[image: ] At disclosure, medical facts should be kept to the minimum. The child needs to hear that they didn’t do or say anything to cause the disease and that the family will always support him/her.
[image: ] The CPS will offer to give the family a call during the week and schedule a follow- up meeting two weeks after disclosure.

	Post-disclosure Sessions
[image: ] Follow-up sessions with the family at 2 weeks, 4 weeks, and every 2 to 4 weeks for the first six months to assess impact of disclosure, to answer questions, and to help foster support between the child and the family.
[image: ] At these meetings, ask the child to tell you what they have learnt about the virus.
This will provide the opportunity to clarify any misconceptions. Assess changes in emotional well-being.
Support caregiver for having disclosed the diagnosis.
Remind parents that disclosure is not one time event.











I. Pre-Disclosure Sessions
Summary
· Meeting of the CPS with the parent/caregiver to start the process.
· Discuss importance of disclosure and ascertain whether the family has a plan in mind.
· CPS to respect and be sensitive to the intense feelings of the caregiver about disclosure.
· Access anticipated response of the child if he/she is told of the diagnosis
· If the caregiver is ready to disclose, guide them in various ways of approaching disclosure.
· If the caregiver is not ready to disclose, schedule follow-up meeting to discuss the need for disclosure, how to disclose, the support system in place for and after disclosure; provide reading materials to help with the process.
· Respect the caregivers timing, but strongly, encourage the caregiver not to lie to the child about the diagnosis

[bookmark: _Toc172099440]Pre-Disclosure: Session I
The CPS will spend approximately 45 minutes with the caregiver using the recommended strategies. Session I and each follow-up session will be adapted so that it is individualized to the caregiver but will stay true to the disclosure model protocol and motivational interviewing techniques (Miller and Rollnick).
[bookmark: _Toc172099441]Greet caregiver, state purpose of meeting and begin to establish rapport. Example:
“Hello name of client. My name is 	.	I work as CPS at Jinja RRH. I understand that you have agreed to participate in this study. Is that correct? It’s nice to meet you. I will be meeting with you and will be available to assist you and answer questions you have about your child’s HIV status and what to discuss with him/her about it. Do you have questions about this?”

[bookmark: _Toc172099442]“I’d like to get to know a little about you and (child’s name). Do you mind if I ask you a few questions?”



   If the caregiver does not agree: Seek clarification.
· If it is because it is not a good time for the caregiver to talk, reschedule the visit. If it is because the caregiver is ambivalent or reluctant to participate in the intervention, begin to explore further using MI techniques as appropriate. 
· If the caregiver does not wish to proceed at this time, but is willing to at another time, reschedule visit. Remind caregiver that s/he also has the option to call you [per study parameters] as desired. 
· If other reasons specify
· If caregiver is willing to continue after clarification, proceed to baseline assessment of child’s illness and caregiver’s disclosure knowledge, motivation and behavioral skills (Step 1).

   If the participant does agree: Begin baseline assessment of caregiver HIV illness/disclosure beliefs (Step 1).

[bookmark: _Toc172099443]Step 1. Assess dimensions of the caregiver’s disclosure knowledge, motivation and behavioral skills.
Use a conversational approach. Assess the caregiver and child’s current circumstances, family situation, caregiver support system, concerns, knowledge and attitudes about disclosure. Questions do not have to be asked in a particular order. Respond in ways that encourage caregivers to explain their circumstances in detail. Listen carefully.
· “I’d like to ask you about (name of child). How is his/her health?
· “Has (child’s name) ever had difficulties taking his/her HIV medicines as ordered? If yes, What happened?”
· “Are you affected by your child’s HIV status? Is anyone else in the family having a similar illness?”
· “Who else knows about (child’s name) HIV status?”

· “Has (child’s name) ever asked you about his/her illness or reason for taking medicines?”
· “Have you ever talked to (child’s name) about his/her HIV status?”
· “Have you considered discussing (child’s name) HIV status with him/her?” if no, why?

· “In your opinion, are there any reasons that it would be unwise to discuss (child’s name) HIV status with him/her at this time?” “Do you have any particular concerns?”
· “On a scale of 1-10, how important would you say is it for (Child’s name) to know about his/her HIV status?” 1=not at all important and 10=extremely important
· “How confident would you say you are that you are about discussing this with him/her?”
1=not at all confident or 10=extremely confident

[bookmark: _Toc172099444]Step 2.  Assess caregiver responses to the questions.
Identify disclosure informational, motivational and skills perceptions that may an impediment to disclosure. This will allow you to intervene in a way that best addresses the caregiver’s needs.
Examples of Common Barriers to Disclosure:

· Informational

· Articulates poor understanding or has inaccurate information regarding:

· Age/developmentally appropriate content to inform child about HIV-status information (e.g., mode of HIV transmission, treatment and prognosis)

· Importance of adherence (and relationship to child’s knowledge of illness and viral outcomes)

· Disclosure as process adapted to child’s age and level of understanding
· Adjustment process (information concerning child’s typical cognitive-affective response to learning HIV status, common questions)

· Sources of support/resources (caregiver and child)
· Motivational

· Articulates attitudes/beliefs about negative consequences of disclosing HIV status to child

· Intrapersonal (Personal Motivation) --Perceived negative intrapersonal consequences of disclosure/ nondisclosure in context of competing priorities/life demands

· Interpersonal Adherence (Social Motivation) Perceived negative interpersonal/social consequences of disclosure/nondisclosure in context of priorities, competing priorities/life demands.
· Behavioral Skills

· Demonstrates lack of confidence in skills with which caregiver can successfully negotiate informing child of his/her HIV status.

· Expresses low confidence in ability to communicate effectively with child about diagnosis (e.g., age-appropriate, supportive, address child’s concerns) without upsetting him/her.

· Activation Skills -- skills that minimize negative and maximize positive experienced/perceived consequences of disclosure -- e.g., activate sources of support to facilitate emotional adjustment of child/caregiver.

[bookmark: _Toc172099445]Step 3.  Set up conditions for perceptual change.

Explore caregiver perceptions that may impede disclosure. Encourage the caregiver to think about illness experiences, interactions with others, sources of information, cognitive and emotional processes that contributed to the perceptions.
Example:

“You said that you think that telling your child that he has HIV is too risky. Can you explain why you feel this way?”
Encourage the caregiver to discuss how he/she has attempted to manage the experiences.

Example:

“It sounds like you are worried that your child is too young to know of his diagnosis. Have you ever considered telling him?”

Discuss the strategies used and beliefs about benefits and limitations.

Example:

“Do you think not telling your child that he has HIV is the best strategy? How does that work for you? Do you see any problems with noy telling him? Have you considered telling him in a way geared to his age and level of understanding?

Evaluate caregiver responses.

If caregiver expresses lack of satisfaction or limitations of non-disclsoure, begin to introduce replacement perceptions (Step 5).

If caregiver expresses fatality, resistance to considering alternate approaches explore further using MI techniques.

[bookmark: _Toc172099446]Step 4. Introduce replacement perceptions and alternate behaviors.


Present key information, motivational, behaviors/skills and affective support content individualized to the caregiver’s perceptual system and his/her context. It is important to focus on areas that have been identified as possible impediments to disclosure.

However, the CPS may ask if the caregiver perceives that he/she has any questions or interest in learning more about key content.

To the greatest extent possible, use language and rationale that conform to the caregiver’s level of understanding and vocabulary. Avoid use of medical jargon unless patient demonstrates a high level of health literacy.

Give examples using information learned about the patient in the baseline assessment.

Use a friendly, empathetic, NON-CONFRONTATIONAL approach. The CPS should reinforce the caregiver as problem-solver with the CPS as facilitator.

Return to Step 4 and use MI strategies accordingly if responses indicate resistance.
[bookmark: _Toc172099447]Step 5.	Conclude visit

a. Summarize the topics that have been discussed.

Intention or optimism for disclosure (e.g., caregiver begins to ask questions or seek information about strategies, express commitment to “do better”, or less resistant to trying something new).

Reinforce positive commitment or move toward positive changes. Make appointment to proceed to the next step (Disclosure)

Example:

“It sounds like you might be ready to try…” “Would you like more information about this?”
“I hear you sounding like you might be ready to inform your child of his diagnosis. Is that true?/Would you agree?”

Caregiver sees problems/resistant to change perceptions/behaviors that may impede effective disclosure.

Be supportive. Normalize their concerns/feelings. Example:
“So, here’s what I’m hearing you say so far: On one hand you……and on the other you….”

“Many people have similar concerns when they are thinking about informing a child of his/her HIV diagnosis.”

b. Inquire if caregiver has any questions and answer them.

c. Inform caregiver when you will be contacting him/her again and how he/she can reach you in interim.


[bookmark: _Toc172099448]Follow-up Sessions: Pre-Disclosure (2-weekly sessions)
a. 	Create a relaxed and friendly atmosphere. Inquire about the caregiver’s and child’s well-being since the last contact. Review what was discussed in last visit and inquire whether the caregiver has given informing child of his/her HIV status any further thought. Example:
“At your last visit, we discussed informing your child of his/her HIV status. May I ask what you thought that day?

If caregiver reports that he/she has been doing well and expresses interest in disclosing HIV diagnosis to child, proceed to Disclosure protocol.
If caregiver reports that he/she has concerns about disclosing, repeat Steps 2-6 focusing on areas of concern or proceed to b as appropriate.

b. Inquire if the caregiver has any questions and answer them.

c. Arrange time to meet with caregiver again and remind him/her how you can be contacted in the interim.

ADAPTED PEDIATRIC HIV DISCLOSURE MANUAL

ADAPTED PEDIATRIC HIV DISCLOSURE MANUAL
The caregiver is always the one who determines whether or not the caregiver and/or child is ready. The CPS only facilitates the caregiver’s reflection and provides information to facilitate the decision-making process.
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[bookmark: _Toc172099449]Key Information, Behavior/Skills, Affective Support Content for Caregivers
Why tell your child about HIV? There are lots of good reasons
· You want your child to hear it from you
· You want to be open and honest
· Keeping secrets is hard
· Children often know something is wrong
· Children can have amazing ability to deal with the truth
· You want to help your child feel more in control
· You want your child to understand why they have to take medications and go to the hospital to have blood drawn and
· It’s their right to know
· Protecting others.
HIV modes of transmission, difference between HIV and AIDS, importance of treatment How will child react to knowledge about his/her illness?
· Children are all different. Think about how your child reacts to other things. This may give you some ideas about what to expect.
Sources of support

· Finding friends who provide encouragement and support
· Engaging support from others
How can caregiver support my child?
What should I do if my child becomes upset? Disclosure/stigma/secrecy:
· Deciding who to tell
· Ways to help child keep diagnosis private
Remembering regimen:
· Strategies for remembering to take medications (e.g., incorporating medications into daily routine)
ADAPTED PEDIATRIC HIV DISCLOSURE MANUAL

ADAPTED PEDIATRIC HIV DISCLOSURE MANUAL
· Ways of adapting to changes in schedule and environment (e.g., weekends, trips)
14
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· Safety plans (e.g., taking drugs when going out at night if may not return before AM dose)

[bookmark: _Toc172099450]II. Disclosure Sessions
[bookmark: _Toc172099451]Summary

[image: ] When the caregiver is ready, have him/her think through or write out how they want the conversation to go.
[image: ] Caregiver should choose a place where the child will be most comfortable to talk openly.
[image: ] The CPS will provide the caregiver with questions that the child may ask so the caregiver is prepared with open and honest answers.
[image: ]If the caregiver cannot do this alone, the CPS may offer to be present at disclosure.
At disclosure, medical facts should be kept to the minimum. The child needs to hear that they didn’t do or say anything to cause the disease and that the family will always support him/her.

When the caregiver has decided that she/he would like the child to be informed of her/his HIV status, the CPS will focus on how to prepare the caregiver and child.
[bookmark: _Toc172099452]Step 1. Assess the child’s readiness.
The CPS will meet with the child to build rapport and trust assess his/her readiness. Examples: “I’m so glad to have a chance to talk to you today.”
“How old are you now?”
“What kinds of things do you like to do the most?”
The CPS will ask questions in a relaxed way without putting pressure on the child. It is helpful     to start by asking younger children to draw a picture.

The CPS will begin encouraging the child to verbalize their thoughts about more difficult topics. Examples:
“Can you tell me about your school? How are things for you there? What do you usually do at school during your lunch break? Do you ever have any problems? How do you handle those?”

“You say your friends sometimes tease you. What do you do when that happens? Does it work?’

ADAPTED PEDIATRIC HIV DISCLOSURE MANUAL

ADAPTED PEDIATRIC HIV DISCLOSURE MANUAL
“When you are worried about something, who do you talk to? Are you comfortable asking them questions about anything?”
15
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Readiness of the Child or Adolescent (Glaser, 2016)
Review what the child understands about their own health. 
Assess clinical status to confirm that the patient does not have severe illness. 
Find out what the child or adolescent knows about the medicines he/she has been taking and about their illness. 
Review the patient’s mood and behavior. 
Review with the child how they cope with stressful situations. 
Review the child’s ability to keep a secret or maintain confidentiality. 
Find out the patient’s relationship with peers in school or at home.
Note: CPS should complete the Pediatric Disclosure Readiness Assessment Checklist (appendix 1)

The CPS should avoid directly discussing the child’s HIV diagnosis at this point, but some children may show that they are suspicious or already know of the HIV diagnosis. In such cases, the CPS should probe further to find out what the child has learned and how she/he is feeling. If the child has any frightening or negative perceptions, the CPS should provide the correct information to them.

[bookmark: _Toc172099453]Step 2. Make a specific plan.

After the caregivers and child have been assessed and found ready, and the caregiver has decided the child should be informed, the caregiver should prepare by making a specific plan. The caregiver should decide where and whether they want to disclose to the child him/herself or whether they would prefer for the CPS assist with the disclosure.

If the caregiver decides to disclose at home, the CPS will review and rehearse how the child will be informed and how she/he will answer questions that the child may ask. The CPS will provide the caregiver with age/developmentally appropriate information and responses and role play the session.

The plan should include the following:

· Selection of a time when the child is physically, emotionally and psychologically healthy and not under stress (e.g., birthday).
· Plan appropriate approach for informing the child, based on their age/maturity and specific needs. Different media may be used such as story book or illustrations.
· Prepare the content of the discussion, covering the following points:

· Tell the child he/she has HIV
· Give information about HIV
· Explain the difference between HIV and AIDS
· Explain how to care for themselves and prevent further transmission
· Discuss how to keep a secret
· For adolescents or children at risk for unsafe sex, the caregiver decides whether or not to tell them about how to practice safe sex
· Other information according to age and the interest of the child
· Rehearse the caregiver’s answers to anticipated questions, especially sensitive questions such as how the child acquired HIV
· Consider how the caregiver will respond if the child is upset at the time the child is informed of her diagnosis (e.g., frightened or angry).
· Provide the caregiver with the CPS emergency contact number and a back- up emergency number of the child’s health care provider.
Examples:
Adapted Pediatric HIV Disclosure Manual





Adapted Pediatric HIV Disclosure Manual




“According to your plan, when will you talk to your child?” “How will you start the conversation with your child?”
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“What information do you want or don’t you want your child to know?”

“What will you do if your child becomes sad or starts crying after you tell him/her of the diagnosis?”
“How will you respond if the child asks how she/he got HIV?”
[bookmark: _Toc172099454]Step 3.	Follow up.
The CPS will offer to give the caregiver during the week and will schedule a follow-up meeting with the caregiver and child soon after the disclosure at home. This will provide the child with the opportunity to ask questions about things they did not understand well and for the CPS to monitor how the child is adjusting to the information.

[bookmark: _Toc172099455]III. Post-disclosure Sessions
[bookmark: _Toc172099456]Summary

[image: ] Follow-up sessions with the family immediately (within 3 days) after disclosure, at 2 weeks, then 4 weekly, for the first six months to assess impact of disclosure, to answer questions, and to help foster support between the child and the family. 
Note: This can be done through phone calls or face to face meetings as per the convenience of clients and CPS.
[image: ][image: ] At these meetings, ask the child to tell you what they have learnt about the virus. This will provide the opportunity to clarify any misconceptions.
Assess changes in emotional well-being.
Support caregiver for having disclosed the diagnosis.

The CPS will have follow-up sessions with the caregiver and child after the child has been told of his/her diagnosis. Follow-up sessions will be at 2 weeks, 4 weeks, and every 2 to 4 weeks for the first six months to assess impact of disclosure, to answer questions, and to help foster support between the child and the family.

Step 1. Explain reason for session.

The CPS will begin the session using same counseling techniques as used in previous steps. The caregiver will state objectives and obtain agreement from the caregiver and child before starting. Example:

“The last time we met, we talked a lot about your health. The appointment today is to review all of the things we talked about at your last visit.”
Step 2. Assess, review and answer child’s questions

Review topics discussed at the last meeting and provide additional information depending on child’s needs/questions.
· Assess the child’s understanding of HIV and modes of transmission.
· Assess how the child keeps secrets and whether the child has shared his diagnosis with anyone? Example:

“After you learned about your HIV, did you tell anyone?”
“What would you say if someone asked you about your HIV or why you take medication?

· Assess any behavior changes and adaptations in physical, emotional, and social health.
· Assess child’s adherence to treatment

Step 3. Assess, review and answer caregiver’s questions.

Assess caregiver’s view of how child has been adjusting learning she/he has HIV. Address concerns and answer questions. Make referrals as necessary to the social worker

Remind parents that disclosure is not one time event and how the child’s informational and social support needs will change and need to be addressed over time.


[bookmark: _Toc172099457]Appendices 

[bookmark: _Toc172099458]Appendix 1: Pediatric Disclosure Readiness Assessment Checklist

	Task 1. Assess the child for disclosure eligibility
	Date task 1 executed:
	Task Facilitator’s Name:

	Child has met the age criteria (between 6 and 10 years)
	Yes
	No
	

	Child and caregiver knowledge on benefits of disclosure
	Yes
	No
	

	Caregiver willing to disclosure to child
	Yes
	No
	

	Task 1 Comments:

	Task 2. Assess the child and caregiver readiness
	Date task 2 executed:
	Task Facilitator’s Name:

	Child and caregiver free from severe physical illness, trauma, psychological illness,  or psychiatric illness?
	Yes
	No
	

	Child has consistent family, peer support or social support
	Yes
	No
	

	Child demonstrates interest in the environment and playing activities
	Yes
	No
	

	Child already knows about the medicines and illness and addressed needs and concerns
	Yes
	No
	

	Functional school engagement by the child (consistent attendance, interacts well with the school community, able to freely discuss school activities)
	Yes
	No
	

	Caregiver ready for disclosure to the child
	Yes
	No
	

	Caregiver has communicated with the child to assess readiness
	Yes
	No
	

	Management of confidentiality of information regarding one’s health discussed with the child and caregiver
	Yes
	No
	

	Task 2 Comments:






Adopted form the  Disclosure of HIV Status Toolkit for Pediatric and Adolescent Populations(Glaser, 2016)
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