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Foreword 
 

 
This Mother's Day, my mother Anne King, 83, will be in Michigan spending the holiday with her own 
mother, who is turning 104 years old. My grandmother still lives alone, cooks her own meals and will give 
you an earful if you have the time. Please God, bless me with one tiny scrap of the health genes you have 
granted these amazing women. 
 

The healing balm of a caring mother is a precious resource, and I'm lucky that neither being gay nor having HIV has 
deterred Mom from loving and encouraging me. In the 1980's especially, when AIDS was more mysterious and feared, 
several friends of mine lost their family when they gained a virus. Although I've lived far from home since graduating 
high school, Mom's voice on the phone transports me right back to her. She knows just when the motherly purr of 
"there, there ..." is required. 
 
We all know how important feelings of love and belonging are to our health and well being.  
 
 
Mark S. King 
http://marksking.com/category/my-fabulous-disease/ – View Mark’s great Mother’s Day interview with his mom here. 
 
Mark S. King has been an active AIDS activist, writer and community organization leader since the early 1980s in Los Angeles. Diagnosed in 
1985, Mark has held positions with the Los Angeles Shanti Foundation, AID Atlanta, and AIDS Survival Project. He has been an outspoken 
advocate for prevention education and for issues important to those living with HIV. 

 
 
 

 
Compassion is our cure whether it comes from our family or our friends.  
 
 In many instances, friends only go so far and the love of a mother and father is unconditional. There is 
no other way to describe it other than it is priceless. I can’t imagine going at this alone. 
  

 
Sympathy is not the objective and doting is not required. It is enough to know they are there and I will be treated no 
differently. I am still loved with the same dignity and respect as before. There are no words to express what that is 
worth. 
 
Knowledge of HIV is the power behind unconditional support. You need to know the basics of HIV and universal 
precautions. It will lead to less stress on you and on your child. You can’t be fully compassionate if you're not 
empowered with the facts about the disease. 
 
 
Bob Bowers 
www.onetoughpirate.com  
 
Bob Bowers, also known as "Da Pirate," or "One Tough Pirate," is a 26-year thriving survivor of HIV/AIDS. To broaden his message of survival, 
youth prevention through education, hope and compassion, he founded HIVictorious, Inc. in 2005. As an HIV positive speaker, Bob knows first-
hand the importance of putting a face to the disease in hopes of reducing AIDS stigma. 

 
 

http://marksking.com/category/my-fabulous-disease/
http://www.onetoughpirate.com/


 

 

 

“My Child is HIV Positive” 
 
Life has a way of always throwing curve balls your way. There were many times that I had the wonderful 
opportunity of sitting my son down and passing on words of wisdom from the many lessons I have 
learned over my years.  It was my pleasure to play such an important part in helping him grow up by 
sharing with him some of the best times of my life. 
 

So imagine my surprise when my son decided to sit me down in 2005 and tell me he was gay. He’s gay? What I didn’t 
really know was that another chapter in my life was about to unfold. 
 
He has and always will be my son, my boy. So how can I not support him now when he really needs me? 
 
Two and a half years later, another curve ball came my way when he told me, “Dad, I have HIV.”  At that moment, fear 
struck and I felt as though someone had shot a hole clear through my heart. As parents, we all know concern and worry 
for our children, but this was much deeper. 
 
I assured my son that I was there for him and that I would do everything I could to ease his concerns, even though I had 
some concerns of my own. This is where the new chapter of our life begins. 
 
My son began learning everything he could about his illness and his immune system, so that he could maintain a 
healthy balance. He wanted to take control of his life not by relying on others, but by informing himself on what was 
best for him. This took quite a bit of searching on the internet, time with medical professionals, and some frustration by 
spending hours not minutes for needed information. 
 
I put my new career on hold to devote my time to listening to my son and many others about what they needed after 
their diagnosis. I wanted to provide answers to their “need to know now” questions and concerns which were not easily 
found when researching the vast amount of information out there on HIV. In my research, we found answers to 
hundreds more questions we never even thought to ask. 
 
Inside these pages you will find basic information about HIV/AIDS and some of the things that a parent needs to know 
to fully support her HIV positive child. You will also find links to get more information and support for your questions. We 
can provide the information, but you supply the love. 
 
This guide is dedicated to you, the parents of HIV positive sons and daughters. It is the result of asking questions and 
seeking the answers to allow our children to live a full life without unnecessary limitations. It is about cutting through 
the “nice to know” and providing the “need to know”.  It is what really matters for our family’s future. 
 
I wanted to make a difference in this devastating diagnosis for so many others like him who have their whole lives 
ahead of them. These are our family, friends, lovers and yes, our children. 
 
I hope this guide brings you knowledge, clarity, and most importantly, hope for your son or daughter. 
 
 
Kelly

 



 

 
 

What Is This All About 
 
Your child has been diagnosed with HIV and made the very hard decision share that information with you. It is hard to 
talk about HIV because it may require us talking about some very private aspects of our lives including topics like sex 
and drug use.  
 
I know from personal experience there are so many things that are going through your mind. Not the least is the very 
real fact that my child’s life has been changed forever. Could my son or daughter pass before me? 
 
HIV/AIDS has been a reality for over twenty-five years. You are not the first family to face this crisis and there are many 
others living with HIV who have overcome many of the emotional and physical speed bumps and roadblocks. They have 
given us a road map for dealing with our child’s illness and ways to truly understand. 
 
Staying informed helps so that you can talk together about important choices and concerns. It will minimize the feeling 
that they have to educate you each time you talk about the emotional up and downs..   
 
It doesn’t matter that your son or daughter is no longer technically a “child”. They will always be your child. 
 

HIV Basics 
 
Let’s start with a quick overview of what HIV is all about and what it means to you and your child. I found this 
understanding to be very helpful in dealing with the new reality of our lives. 
 
First, most do not need to start HIV treatment soon after their diagnosis. Instead it is more likely that your child will 
begin regular monitoring of his/her health to get a better understanding of how the body is coping with HIV and how it 
affects the immune system. 
 

What is HIV? 
HIV stands for Human Immunodeficiency Virus. HIV is the virus that causes AIDS. 
 
While many viruses like the common cold and stomach bugs can be controlled by the immune system, HIV targets and 
infects the same immune system cells that are supposed to protect us from illnesses. These are a type of white blood 
cell called CD4 cells or T-cells. 
 
HIV takes over CD4 cells and turns them into factories that produce thousands of copies of the virus. As the virus 
grows, it hurts or kills CD4 cells, weakening the immune system. 
 
HIV is controlled through the use of drug treatment regimens, healthy lifestyle and a positive mental outlook. Many 
complementary (naturopathic) therapies are also useful. They can play a very important role so each person lives life 
with the least amount of limitations. 

What is AIDS? 
AIDS stands for Acquired Immune Deficiency Syndrome. AIDS is the most advanced stage of HIV infection.



 

 
 

 
HIV causes AIDS by attacking the CD4 cells – the frontline of our immune system. When the immune system loses too 
many CD4 cells, we are less able to fight off infection and can develop serious and deadly infections. These are called 
opportunistic infections (OI’s) because they take advantage of the body's weakened defenses. 
 
When someone dies of AIDS, it is usually opportunistic infections or other long-term effects of HIV infection that cause 
death. AIDS refers to when the body’s immune system can no longer stop OI’s from developing and becoming so 
harmful. 
 
Common bacteria, yeast, parasites, and viruses that ordinarily do not cause serious illnesses in people with healthy 
immune systems can cause fatal illnesses in people with AIDS. 
 

What is the Difference Between HIV and AIDS? 
Your child won't have AIDS as soon as they are infected with HIV. We can be HIV-positive for many years with no signs of 
disease, or only mild-to-moderate symptoms. But without treatment, HIV will eventually wear down the immune system 
in most people to the point that they develop more serious OI’s and other complications. 
 
Therefore, it is the OI’s that we must be on the watch for in the coming years. 
 

How are you Diagnosed with HIV? 
There is only one reliable way to find out your HIV status and that is to take the HIV test. The most common test is an 
antibody test called ELISA. A positive result means you have antibodies for HIV and you are infected with the virus. 
 
There are many rumors about the HIV test, but in reality it is one of the most reliable medical tests. According to the 
Centers for Disease Control and Prevention (CDC), it is more than 99% accurate. In addition, all positive results are 
confirmed with another test (called the Western Blot) to insure no mistakes are made. 
 

How is HIV Transmitted? 
How HIV is transmitted from one person to another is still misunderstood by a lot of us. Knowing the basics helps you 
avoid getting the virus if you are HIV-negative, and avoid passing it on if you are HIV-positive. Most importantly, 
understanding will help you lessen any concerns about close family contact with your HIV positive son or daughter. 
 
HIV has been found in saliva, tears, nervous system tissue and spinal fluid, blood, semen, vaginal fluid, and breast 
milk. However, only blood, semen, vaginal secretions, and breast milk generally transmit infection to others. 
 
The virus can be transmitted: 
 
 Through sexual contact -- including oral, vaginal, and anal sex  
 Through blood -- via blood transfusions (now extremely rare in the US) or sharing needles 
 From mother to child -- a pregnant woman can transmit the virus to her fetus through their shared blood circulation, 

or a nursing mother can transmit it to her baby in her breast milk 
 From blood to blood or semen to blood 



 

 
 

 
HIV is not spread through these body fluids: 
 

 Sweat  
 Tears  
 Saliva 
 Vomit 

 
It is simple - the spread of HIV can be prevented. There are ways to avoid close contact with the bodily fluids that 
spread HIV even if you are caring for or close with your HIV positive child. They are called Universal Protection. We will 
share more information on this topic in the resource section. 
 
If you protect yourself in these ways, you do not need to be afraid of getting or passing HIV by casual contact. We have a 
20 Myths of HIV Report available on our web site at http://www.myhivaidsawareness.com  
 
Remember, HIV is not transmitted by: 
 

 Hugs and cuddles 
 Sharing food or drinks  
 Using a shower, bath, or bed used by an HIV-positive person  
 Sharing clothes or shoes 
 Kissing (between people with no significant dental problems)  
 Sharing exercise equipment 

 
(NOTE: Please check the resource section at the end of this guide for fact sheets from some great sources of HIV/AIDS 
information.) 
 

Treatment 
Today, HIV is no longer considered a death sentence and with careful treatment, our HIV positive children can live a 
near normal life expectancy. Let’s talk a bit about the treatment of HIV. 
 
There is no cure for HIV disease, but there are treatments that help keep the disease under control. Many people with 
HIV infection live a long and healthy life if they adhere to their treatment program. No one can predict how long it may 
take to develop any symptoms of HIV disease. 
 
It’s never too late to start and benefit from therapy, although it is now believed starting earlier rather than waiting too 
long may decrease damage to the immune system, promote better long-term health outcomes, and further extend their 
life. 
 
The better his/her health is overall, the better your child can deal with HIV. It is important to get regular medical and 
dental checkups, and get treatment for conditions like diabetes, high blood pressure, or high cholesterol. If they can 
avoid smoking, drinking too much alcohol, recreational drug use, and sexually transmitted diseases, you will probably 
find their HIV easier to control. 
 
Your child and his/her healthcare provider will decide when the time is right to start treatment. You can make a 
significant contribution to the success of that treatment. 

http://www.myhivaidsawareness.com/


 

What is the basic HIV treatment? 
In addition to regular medical exams, there are two special blood tests to keep track of HIV disease. They are the viral 
load test and the CD4 cell test. These tests will track how much of the virus is in their system and how well their 
immune system is functioning. You will hear a great deal about them when talking about HIV. 
 
These tests will determine when your child will need to begin treatment and how well his/her treatment is doing. 
Talking with their medical provider will shape the exact treatment that they receive. There are more tests that will be 
done regularly during the course of their treatment. 
 
Carefully choosing the right first treatment combination is extremely important. Once they start they must be committed 
to keep taking that regimen exactly as it has been prescribed unless it causes severe side effects. 
 
When the time has come to begin treatment, your child will need to continue taking drug therapy for the rest of his/her 
life. Individuals diagnosed with HIV are typically treated with combinations of antiretroviral medications called Highly 
Active Antiretroviral Therapy (HAART). HAART is a combination of three or more anti-HIV medications taken on a daily 
schedule. There are different types or classes of HIV drugs. Each class works against HIV in a different way.  
 

 
 
Taking a combination of drugs (often called a drug cocktail) that work against HIV can reduce the amount of HIV in the 
blood to a level that is so low that it cannot be detected using blood tests. This is called an undetectable viral load and 
is the goal of their HIV treatment.  
 
Having an undetectable viral load means that their immune system can recover and stay strong so it can fight off 
infections. HAART is not a cure for HIV, and people on HAART with suppressed levels of HIV can still transmit the virus to 
others through sex or sharing of needles. But HAART has been enormously effective. 
 
It takes a lot of commitment to stick to a HAART regimen. They may need your support to take their medications on 
time, deal with side effects, and keep a positive attitude. 
 
Some of the side effects of HAART include decreased levels of red or white blood cells, inflammation of the pancreas, 
liver toxicity, rash, gastrointestinal problems, elevated cholesterol level, diabetes, abnormal body-fat distribution, and 
painful nerve damage. For most, these can be managed and allow them to maintain their quality of life. 
 
There may also be an issue with the development of resistance to HIV drugs. Your child should have a resistance test 
before they start or change treatment to make sure they are taking the most suitable drugs. Taking his/her drugs the 
right way – as prescribed - can help prevent resistance developing.  

 
 



 

Prognosis and Research 
As we have discussed, our children can live a long and healthy life if they adhere to their treatment program and a 
healthy lifestyle. Their prognosis, or prospect of recovery, has improved tremendously over the past 20 years, but still 
depends on several factors. The most important include their access to HIV/AIDS medical care and proper drug 
treatments. 
 
At this time, there is still no cure for AIDS, but the drugs we have talked about can slow down the virus’s progress. The 
time to develop AIDS after HIV infection depends on the individual’s overall health, behaviors, and how soon he or she 
seeks treatment. In most cases, treating HIV infections or AIDS as early as possible is the best way to improve their 
prognosis. 
 
There is a great deal of research going on right now that is targeting the development of an HIV vaccine and better 
tolerated treatments for HIV/AIDS. Scientists across the world are studying HIV and gaining a better understanding 
about how it works in the body. Right now we still don’t know exactly how it does. 
 
(NOTE: Please check the resource section at the end of this guide for fact sheets from some great sources of HIV/AIDS 
research.) 
 
 
 
 
 

 
 
 
 
 
 
 

 
 



 

Living With HIV in My Family 
 
It is reasonable to expect that life in your family will change – just as it would when any family member has a chronic 
life threatening illness. But HIV doesn’t have to be about death and dying. The focus can be on living with HIV and 
making the very best of a new reality. I’d like to share some of the things that you and your child will be facing. 
 

Things your child must do 
In order to have the best prognosis and to retain their health for as long as possible, there are several things that your 
child should be doing. The first is to have a positive outlook and to focus on making the lifestyle changes that will 
improve their health. This is where the support of family and friends can make the most difference. 
 
It is important to remember the difference between loving support and attempting to control their treatment process. It 
is a fine line that we walk with our grownup children. 
 
Here are some supporting thoughts you can share with your son or daughter: 
 

 It is possible to lead a healthy and happy life with HIV. 
 Starting treatment can be right decision for your health. 
 Visiting the doctor does make a difference. 
 The HIV drugs will help you fight the virus. 
 You can take your medications each day. 
 Being an informed patient improves the doctors & caregivers accuracy with recommendations and diagnosis. 

 
Of course, the HIV treatment plan is the vital foundation of staying healthy for as long as possible. Studies have shown 
that combination HIV treatments work best when they are taken on time, and at the right dose. It's important to be clear 
about the dose, time schedule and food requirements of each drug. Making up a daily schedule with this information 
can be extremely helpful, as this becomes their personalized treatment plan. 
 
You can help by supporting your son or daughter in this program. Some very basic things like a calendar, alarm watch, 
and pill dispensers make this easier to manage on a daily basis. 
 

 
 
We can’t forget about the need to go to see their medical provider on a regular basis. Missed appointments, unfilled 
prescriptions and ignored tests do not make for a good outcome. 

 
 



 

 
There are also some basics things that your child can do to increase the overall effectiveness of their HIV treatment 
and bolster their immune system. These include: 
 

 
 
Eating a healthy balanced diet and getting the right nutrients are vital for overall health. Understanding what nutrients 
are especially required for fighting HIV is the first step to improving daily diet.  
 
In general, the recommendations for people living with asymptomatic HIV infection are much the same as for everyone 
else, meaning a healthy, balanced diet with a couple of differences such as additional vitamin supplements and a 
higher number of calories when dealing with some side effects and/or infections. 
 
Exercise is vital to maintaining overall health. A few pounds of muscle can make a difference in whether your child 
recovers from a severe life-threatening infection. There are many reasons why exercise is good for all of us, from 
helping muscles and bones remain strong to improving the function of our heart and lungs.  
 
Learning to relax has a crucial impact your immune systems. The chemicals that your body produces when you can’t 
relax and you experience stress may weaken your immune system. This can leave CD4 cells more prone to infection, 
crippling the ability of your immune system to rebuild itself from the effects of HIV. It’s nearly impossible to completely 
avoid stress, but efforts to reduce and manage stress are important to our physical and mental health. 
 
When you sleep, your body has a chance to rest and heal. In general it’s recommended that everyone get eight hours of 
sleep each night. The amount of sleep needed differs to some degree between individuals. The greater the challenge to 
the immune system, the greater the need for additional rest and restorative sleep. 
 
Each of the issues discussed above (nutrition, exercise, rest and relaxation) can affect mental health. By noting this, 
perhaps it’s easier to see how health is more than just a healthy immune system. It may also be easier to see how our 
physical, social, spiritual and mental health is connected. 
 
Quality of life means more than taking your HAART drugs and keeping your viral load undetectable. Emotions and belief 
in your chances for success have a tremendous effect on overall health and life expectancy. Happiness and a positive 
outlook can be the great healer. 

 
 



 

Things to look out for 
There are three major things that we can look out for in our HIV positive sons and daughters. Most of the challenges 
that they will face in the coming years will be in one of these areas: 
 

 
 
HAART can reduce the amount of HIV in your child’s body and restore their immune system. The introduction of HAART 
has dramatically reduced the incidence of opportunistic infections (OI’s) among those with HIV who stick to their drug 
regimen. Yet the prevention and treatment of opportunistic infections remains essential. 
 
Providing prevention and treatment of opportunistic infections helps those with HIV to live longer, healthier lives. Your 
child can reduce their exposure to some of the germs that threaten their health. They should be especially careful 
around uncooked meat, domestic animals, human feces and lake or river water. Good personal hygiene and a clean 
living environment also helps. 
 
Some OI’s (including tuberculosis, bacterial pneumonia, malaria, septicemia and PCP) can be prevented by using 
certain drugs that would be prescribed by their doctor. 
 
Although HAART is truly lifesaving for many, there are some serious side effects. They vary from person to person and it 
is impossible to predict exactly how each individual will be affected. Some people take antiretroviral treatment for years 
with few problems, while others find the same drugs intolerable for them. 
 
Some side effects appear shortly after starting an antiretroviral drug and disappear within a few weeks as the body gets 
used to the new chemicals. This is often the case with nausea, diarrhea and headache, for example. 
 
Unfortunately other side effects – such as peripheral neuropathy (nerve damage) and lipodystrophy (fat redistribution) 
– tend to worsen over time and may never go away. The fact is that the lifesaving benefit of HAART does come with 
some serious potential concerns and consequences. 
 
Here is what you can do about side effects: 
 

 Wait for things to improve – especially if in the first few weeks of treatment 
 Address other possible factors, such as diet, smoking or addictions 
 Change how the drug is taken (time of day, dosage, with or without food) 
 Try treating the side effect 
 Change one or more antiretroviral drugs 
 Seek additional treatment options 

 
 



 

 
 

 
Switching drugs is often an effective way to reduce or eliminate a side effect when all other approaches have failed. It is 
usually possible to switch only one drug without affecting treatment effectiveness or future treatment options. 
Otherwise, the entire combination may have to be changed and that may affect future health. 
 
When a drug no longer works against HIV, this is called drug resistance. What happens is that HIV does not always 
make perfect copies of itself when it is multiplying and lots of small differences (almost like mistakes) can happen. 
These differences are called mutations. Mutations that change the parts of the virus the drugs are meant to stop and 
they stop working. 
 
The good news is that drug combinations in HAART can shut down HIV very effectively. A strong combination of these 
drugs stops HIV from making billions of new viruses every day, and can reduce the amount of virus in the body to very 
little. The less HIV being made, the less chance of mutations happening. The less mutations there are happening, the 
less chance that a drug resistant mutation will happen.  
 
The best approach to combating resistance is to make an effort to avoid it. This means taking medications exactly as 
they are prescribed. If it is given room to grow, HIV will eventually become resistant to every single HIV medication. You 
can assist your child by helping to ensure that HAART is taken exactly as prescribed. 
 
If one of their drugs stops working, a new combination can be worked out. However, there are limited combinations so 
resistance must be avoided wherever possible. 
 
 

Things to look forward to 
No one can look into a crystal ball and tell you what is going to happen in the coming years. As we have discussed, your 
child can live a long and healthy life if they stick to their treatment program and a healthy lifestyle. Their prognosis, or 
prospect of recovery, has improved tremendously over the past 20 years.  
 
Keep in mind that there are so many changes, resources, topics and hundreds of sites, many with thousands of pages. 
It’s impossible for one person to stay current on the many changes, new developments, medications, and personal 
experiences. You can benefit greatly by finding a few credible and trustworthy go to resources to keep yourself informed 
and updated. MyHIVAIDSAwareness.com has been designed to be just that resource. 
 
We can look forward to better treatments with lower or no side effects and the prospect of a vaccine that will end future 
HIV infections. 
 
Most of all, we can look forward to a life with our children that is a close to “normal” as we make it. Much of this future 
is dependent on things that are in our control as we have reviewed in this section. 
 
There is no reason not to look forward to a life of health and happiness. 
 
 
(NOTE: Please check the resource section at the end of this guide for fact sheets from some great sources of HIV/AIDS 
treatment and research.) 
 



 

A Mother’s Love – What You Can Do 
 
What can you do? I know that is a question that I struggled with when I first heard my son’s diagnosis. I looked at it like 
I had two choices: 
 

 I can do nothing, hear nothing, and gain nothing 
 I can learn all that I can and become who and what I need to be 

 
After reading about an HIV diagnosis and understanding it is just the beginning (not the end), our biggest challenge is to 
learn to accept the change that has come to our lives. I bet you have some of these feelings right now: fear, 
discouragement, anxiety, insecurity, caution, confusion, anticipation, inhibited disappointment, concern, unsettled 
depression, avoidance, uncomfortable dread, and maybe even anger. 
 
You have taken a very important first step by reading this guide and learning more about HIV. Let’s focus now on some 
concrete things that your love for your child can do to make a real difference in their future. 
 

Dive in and love ‘em 
Recent research has shown that people who were open about having HIV had a stronger immune system than those 
who didn’t and less illness as well. Having the support and love of family and friends is also directly related to sticking 
with your treatment program. 
 
That first bridge has already been crossed because your child has shared with you a very life-changing experience. The 
second bridge that we cross is where you will take this knowledge. 
 
A mother’s love and support can truly make a difference. It can bring hope in an otherwise scary and uncertain time. 
 

 
 
After reading this guide, you probably have noted that HIV is very much like other serious illnesses (including heart 
disease, cancer and diabetes) where the treatment program is highly customized to the patient. There is no one size fits 
all program for HIV and each one of us must be a partner in our own care. It helps to have other partners in the fight 
with us through their love and unwavering support. It brings us hope. 
 
A recent study by AIDS Services for the Monadnock Region (ASMR) in New Hampshire found that HIV patients who had 
hope had a stronger commitment to manage their illness and lower perceived denial 

 
 



 

 
More importantly, those with greater hope reported greater overall health, greater satisfaction with their physical state, 
and a higher energy level. The study also reported the hope correlated with higher CD4 values at the start of the study 
and subsequently eight months afterward. In other words, their immune systems were healthier. 
 
We are quoting science here, but the truth is that sadness and depression are a serious concern to those affected by 
HIV. It is estimated that up to 60% of those who are HIV positive are suffering from depression. Depression can lead 
people to miss doses of their medication and cause some hidden viral infections to become active. Overall, depression 
can make HIV disease progress faster. 
 
Reaching out to your child and letting them know they have your love can make a difference not only in their mood, but 
in their life. Being there to share in the happy times of successful treatment and the trying times when it doesn’t go as 
planned is truly what you can do. Being watchful of infections, side effects and resistance while enjoying the time you 
have together is also what you can do. 
 

Never let it be 
We have talked about the importance of adhering to a treatment plan and in keeping their viral load as low as possible. 
Sometimes, in facing a serious illness that they know will be with them the rest of their lives, your child can become 
accepting of their “fate” and lose sight of the fight. 
 
A mother’s love may need to be as tough as a drill sergeant and as inspiring as a preacher when it comes to keeping 
the faith that there is still a future. (Even if that future means a lifetime of treatment and lifestyle changes.) Hope and 
happiness are not the sole providence of those with healthy immune systems. 
 
You’ve got to believe it and never let it be anything less. 
 
 

 

 
 



 

A Father’s Guiding Hand in Times of Crisis 
 
The greatest gift a father can give to their HIV positive adult child is acceptance of them and their situation. Especially 
for the fathers of gay sons, this realization that your son might not be the person you wanted them to be: like the 
football hero or the mechanic can be hard to accept. But without it you will never be able to truly help your child. 
 
You may feel personal responsibility for your child’s lifestyle choices. However, their choices are their own and do not 
reflect on your life. It is not necessary to judge or be judged or to feel embarrassment or shame.  
 
There are many practical issues that must be addressed in any long term illness regardless of what the disease is or 
how it was contracted. It is not always easy to talk about things such a wills, living wills and powers of attorney with our 
children. It is not very frequent that a parent would discuss health insurance, legal rights or medical privacy with an 
adult child. 
 
No matter how hard it is, you can provide essential support in dealing with these complex and concerning topics that 
must be addressed. No one can predict the future to know when or if one will need insurance or an advance directive 
regarding our medical care, but it is incredibly helpful if the need arises. 
 
It may also be difficult to address the fact that discrimination still occurs in the treatment and interaction with those 
who are HIV positive. It leads to deep fears of disclosure and stigma associated with that disclosure. 

 

The Issues 
 
Stigma and fear of disclosure are cited as the greatest fear of those diagnosed with HIV. Right now, over 350,000 
people are living with HIV and don’t know it. And over one-third of those who know they are infected aren’t being 
treated.  
 
Many of our children are avoiding testing and treatment because they are terrified about the potential consequences of 
their confidentiality being breached: social stigma, rejection by loved ones, being evicted from their apartment, losing 
their job, compromising health insurance, and suffering harassment. Because of that fear, more people get infected 
and more people get sick. 
 
Failure to respect privacy and breaching confidentiality of HIV status can and does unravel people’s lives, forcing them 
to find new jobs, new schools, and new homes. There are many cases where diagnoses have been unlawfully shared 
with family and employers, people have been afraid to pick up their medications due to the potential for exposure, 

 
 



 

 
 

Access to care is essential for our adult children. Medical and social services play a critical role in the daily lives of 
many of those with HIV, but because of ignorance and discrimination this lifeline can be cut off. There are many 
widespread instances where doctors, dentists, skilled nursing and psychiatric facilities, and drug treatment centers 
have refused to provide services to HIV-positive patients. 
 
Fair and equal treatment in basic life elements such as housing and employment are essential to everyone’s life. The 
fact that your adult child may be HIV positive has become an issue in obtaining a place to live and in getting a job. Both 
of these are places where HIV status should never be known or become an issue, but they have all too frequently. 
 

Basic Legal Rights 
 
It is very unfortunate that HIV discrimination happens every day. There are both federal and state laws that prohibit 
bias, protect individuals, and preserve privacy, but they are often misunderstood or ignored by schools, medical 
providers, by law enforcement, at work, and in even in families. Sometimes even the person who is HIV positive doesn’t 
know what can be done to protect themselves. 
 
Here is a quick review of the basic legal rights of your adult child who is HIV positive: 
 

1. Right to privacy for all medical records and diagnosis 
2. Right to confidential testing and highly limited sharing of the results 
3. Right to equal access to medical care and facilities 
4. Right to employment and protection under the Americans with Disabilities Act 
5. Right to fair housing and equal treatment in getting that housing 

 
(NOTE: Please check the resource section at the end of this guide for more information on legal rights and where to get 
legal assistance.) 
 

Insurance and Disability 
 
Obtaining and maintaining insurance is a challenge for our HIV positive adult children. Health insurers have sometimes 
made it very difficult to obtain health insurance or to get their insurance to cover the catastrophic costs of treatment for 
HIV and AIDS. It is best where possible to get insurance through an employer or an association where they do not 
require individuals to pass physical or medical examinations in order to gain health insurance coverage. 
 
Consult with an attorney or your local AIDS Service Organization (ASO) if you are concerned about any disclosures that 
your child may be asked to make by an employer or an insurer concerning their health status. Disclosure questions 
sometimes come up either in the hiring process or on a health insurance application, but you should begin with the 
assumption that their right to privacy concerning their HIV positive status is guaranteed by law but not always 
recognized. 
 
Many states offer insurance options for those unable to get private insurance coverage. It is best to check with your 
local ASO to find out the options in your area. 
 
(NOTE: Please check the resource section at the end of this guide for more information on how to find your local ASO.) 
 
The requirement for disability coverage is something that must be considered if complications of HIV ultimately affect 
your child’s ability to work and care for themselves. Most states offer some form of disability assistance and the Social 



 

Security Administration offers two disability programs: the Social Security disability insurance program for people who 
paid Social Security taxes; and the Supplemental Security Income program for people who have little income and few 
resources.  
 
To review the Social Security program, please visit this link on their website: http://www.ssa.gov/pubs/10019.html . 
 

Advance Medical Directives 
 
Advance Directives refers to treatment preferences and the designation of someone as the decision-maker in the event 
that your child should become unable to make medical decisions on her or his own behalf. Advance directives generally 
fall into three categories: living will, power of attorney, and health care proxy. 
 
Living Will: This is a written document that specifies what types of medical treatment are desired should your child 
become incapacitated. A living will can be general or very specific. The most common statement in a living will is to the 
effect that life sustaining measures should be discontinued or withheld if their condition is incurable or terminal and 
these measures only prolong the dying. 
 
More specific living wills may include information regarding an individual's desire for pain relief, medication, hydration, 
feeding, CPR and the use of life-support equipment including ventilators. 
 
Health Care Proxy: This is a legal document in which your child designates another person to make health care 
decisions if he or she is rendered incapable of making their wishes known for their HIV/AIDS treatment. The health care 
proxy has the same rights to request or refuse treatment that your child would have if capable of making and 
communicating decisions. 
 
Durable Power of Attorney: Through this type of advance directive, your child executes legal documents which provide 
the power of attorney to others in the case of an incapacitating complication of HIV/AIDS. The durable power of attorney 
allows an individual to make bank transactions, sign Social Security checks, apply for disability, or simply write checks 
to pay the rent while your child is medically unable to do so. 
 
(NOTE: Please check the resource section at the end of this guide for more information on how to find your local ASO.) 
 
I realize that these issues are hard to address, but you can provide invaluable assistance to your child if situations arise 
where they need help in dealing with the details or need someone to assist in fighting battles they may not have the 
strength to deal with at certain times. This can be your stand-up moment in a time where it seems that all of your 
control over the situation or your ability to help your child is gone. 
 
 

 

 

http://www.ssa.gov/pubs/10019.html


 

More Help and Support 
 
If someone you love tells you they have HIV, chances are good that you are having mixed emotions. On one hand, you 
want to be supportive. On the other, you probably have fears and questions.  
 
First of all, there is no one way to approach it. Your needs will be different depending on your own family situation and 
personal feelings. To help you through this process, I have developed a quick checklist that worked well for me: 
 

 
 
 
Please remember for personal or job-related reasons your son or daughter may not want you to disclose their HIV 
status.  It is his/her illness and choice of who to tell and when, respectfully it is not yours.  
 
When we are supporting our children, it is important that we receive support ourselves. There are many support groups 
around the country for HIV/AIDS patients and their families. Many groups provide a confidential way to discuss your 
feelings about HIV and your family’s situation. 

 
 



 

 
 

 
To find additional support near you, please use one of these links: 
 
ASO Finder – http://asofinder.com: To find an AIDS Service Organization (ASO) in the United States, simply enter your 
zip code and the distance you are willing to travel, and then select the service offerings that you are interested in. 
 
Directory of HIV Charities and Support Groups - http://www.cellscience.com/HIVCharities.html: This is a comprehensive 
directory of organizations by country and by state. 
 
Directory of Legal Services for HIV/AIDS: http://www.abanet.org/AIDS/publications/aidsdirectory.pdf  This is a directory 
of resources by state. 
 
Here is short listing of some fact sheets that you can read that will clarify some of the HIV/AIDS information in this 
guide and provide you with additional information on each topic: 
 
Project Inform:  
 
Day One: After You Tested Positive - http://www.projectinform.org/info/dayone/dayone.pdf  
Making Decisions About Therapies - http://www.projectinform.org/info/decisions/decisions.pdf  
 
AIDS Info Net: 
 
HIV Testing - http://www.aidsinfonet.org/uploaded/factsheets/4_eng_102.pdf  
HIV Health Checklist - http://www.aidsinfonet.org/uploaded/factsheets/165_eng_209.pdf  
Opportunistic Infections - http://www.aidsinfonet.org/uploaded/factsheets/87_eng_500.pdf  
 
Please remember to visit us at http://www.myhivaidsawareness.com for more information. 
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Final Thoughts and Acknowledgements 
 
My very special thanks to you for your understanding, compassion and uncompromising love in the face of a very 
challenging situation. None of us wishes to think of our children sick or in pain, but we all know we have to be there for 
them. 
 
Only those of us who must walk this path truly know how it feels and what it takes to stand up to HIV. 
 
I invite you to join us at www.myHIVAIDSAwareness.com for a very special resource that I am creating for you. In the 
coming weeks, you will be able to watch, listen and read credible, trustworthy information about living with HIV/AIDS. 
We are developing downloadable videos, audios, eBooks and other content from doctors, professional caregivers, and 
other experts that will streamline the research process. We provide Personal Illness Research Assistance. 
 
Our goal is to provide the best traditional and non-traditional resources for those infected and affected by HIV. We focus 
on helping those who are living with the life changing choices and challenges of HIV/AIDS. 
 
I hope that you will stay informed through the source that directed you to this guide and visit our website often. We 
subscribe to and research the best sites and sources so you don’t have to. We also strive to empower you to better 
manage the challenge of HIV in your life through a healthy balance of news, facts and solutions for years to come. 
 
Please remember, by staying updated and informed it helps all involved so that you can talk together about important 
choices and concerns that your child will face in the coming years. 
 
Please check out my blog at www.myaidsawareness.com and I hope to hear from you soon. Please send me your 
comments and concerns at kelly@myhivaidsawareness.com . I will respond to you promptly. 
 
Kelly 
 
 

“AIDS can destroy a family if you let it, but luckily for my sister and me, Mom taught us to keep going. Don't 
give up, be proud of who you are, and never feel sorry for yourself.” 

~Ryan White 
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A special thanks and acknowledgement to the sources for this guide: 
 
HIV InSite 
HIV InSite provides comprehensive, up-to-date information on HIV/AIDS treatment, prevention, and policy from the 
University of California San Francisco. 
 
AIDS Education Global Information System 
AEGIS is a large site featuring HIV Daily Briefing news service, extensive archives of HIV/AIDS related articles from 
major media and wire services, treatment and legal information from US government sources. 
 
The Body 
The complete HIV/AIDS resource for patients and professionals. 
 
AIDS Info Net 
The AIDS InfoNet provides current information on HIV and AIDS treatment and prevention in English and ten other 
languages. 
 
Project Inform 
Information, inspiration, and advocacy for people living with HIV/AIDS. 
 
AIDS Info 
Offering information on HIV/AIDS treatment, prevention and research. 
 
Elton John AIDS Foundation 
A non-profit with the mission to support innovative HIV prevention programs, efforts to eliminate stigma and 
discrimination associated with HIV/AIDS, and direct care and support services for people living with HIV/AIDS. 
 
Test Positive Aware Network 
Positively Aware is a publication of TPAN that focuses on HIV/AIDS issues, treatment, prevention and research. 
 
The Simple Facts Project 
From the AIDS Treatment Data Network: a series of fact sheets on HIV treatment. 
 
Avert 
Avert works directly to avert the spread of HIV & AIDS, and to improve the treatment, care and support of people 
infected with, or affected by HIV/AIDS. 
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	“AIDS can destroy a family if you let it, but luckily for my sister and me, Mom taught us to keep going. Don't give up, be proud of who you are, and never feel sorry for yourself.”
	~Ryan White

