
 

 

 

 

 

 

 

FIVE YEARS AGO BOTH OUR SONS WERE DIAGNOSED WITH PANDAS/PANS   

Although neither are flare free, both are in recovery mode, managed really well by our doctors, family and 

school. When I try to explain what it is like to live with PANDAS to others, I say it is the "What if?" disease...  

What if my child never gets better? What if no one can help us? What if the doctors either don't understand or 

believe in PANDAS? What if it really is psychological? What if they are faking being sick because they are so 

anxious about school? What if we are screwing this all up? What if I am the cause? What if the medication 

doesn't work? What if the medication is causing these symptoms? What if my child has no friends? What if my 

other child is acting up because he sees his sibling getting attention for his illness? What if they won't eat? 

What if they won't go to school? What if the school doesn't believe me? What if someone takes them away from 

us? And the worse "what if" for any PANDAS parent...What if my child decides to end their life because they 

just cannot live this way anymore?  

Can you relate to any of these "What ifs?" I have had a million times while trying to fight for my children and 

manage this crazy unknown disease. After being on this journey for at least 5 years, the management of it all 

does get easier, the worries become smaller and life does get better for everyone involved. You are warrior 

parents and because of that you will find good doctors, educators, therapists, friends who want to help you. 

The medical community never stops growing and PANDAS treatment and education has made leaps and 

bounds since we started 5 years ago. It is important to remember that you and everyone else you interact with 

are only just learning about this disease and will make mistakes...yes even the doctors. Just remember you 

know your child best and to trust your instinct.  

Our PANDAS journey started when our younger son, had a strep infection before Kindergarten. He had a throat 

clearing tic, but we didn't think anything of it because it went away when the antibiotics kicked in to treat the 

strep. However, that winter he came down with strep again and the throat clearing came back. This time the 

antibiotics seemed to get the strep, but not the tics.  About two months later his tics became so big that his 

peers and teacher were noticing. He also went from being our happy go lucky child to someone we didn't 

recognize. He had separation anxiety, was wetting the bed, had a hard time focusing and completing school 

work and his tics transitioned from just throat clearing to facial grimacing, head and arm flailing and overall 

he just couldn't stay still. Since he already had a diagnosis of Immunodeficiency and Juvenile Arthritis, his 

doctors assumed it was a stubborn infection that was flaring his arthritis and making him uncomfortable. We 

were referred to his Rheumatologist at Stanford and she x-rayed his neck and hands to see if the JRA had 

spread. It hadn't.  

Two weeks later, as things continued to get worse, I took him back to the paediatrician who all of the sudden 

had the realization that it was likely PANDAS. She ran labs and sure enough his AntiDNASE b levels were 

extremely elevated. Then she told us that our Rheumatologist at Stanford is a well-known PANDAS expert and 

had just started the Stanford PANS clinic. So I called her up right away and when I told her that the 

Paediatrician suspected PANDAS, she was so mad that she hadn't thought of this weeks prior when we first 
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came in. He was immediately started on treatment and although it took time and trials of different antibiotics, 

but we did see healing. We also had to tackle Lyme in order to see some normalcy come back for him.  

Two months after our younger son's diagnosis, our older son, whose baseline wasn't as typical as his brother, 

started acting weird. He would curl in a ball under his bed and beg us not to send him to school. This coming 

from a child who liked to be the first one on the playground before school so he could play with his friends. He 

would tell us he didn't feel safe at school and that he really missed us when he was there. He would rage out 

of control and we thought he was just acting up as he has a tendency towards being overly sensitive. He also 

started developing OCD tendencies and became obsessive about things being structured. We finally decided 

to take him into the doctor and we were shocked when he had a positive strep test and his Anti Dnase B was 

also elevated. So back to Stanford PANS clinic we went and he was given a diagnosis of PANS.  

Two years ago, after another strep infection, our oldest took a major turn for the worse with his PANS illness. 

We went through things no family should have to experience. I knew the day before it happened that he was 

slipping, but I had no idea that on November 23rd, 2016, our (at that time) 11 year old son, would enter hell on 

earth. He woke up screaming in pain and couldn't stop for weeks. In that same time he stopped eating, taking 

his meds, attending school and getting out of bed. His rages were tremendous and he was very depressed. 

Very well intentioned doctors tried to help and we watched him be poked, prodded and traumatized and 

eventually diagnosed by his PANS doctor with Post Infectious Pain Amplification Syndrome. This meant that 

every time he got sick or triggered, his nerves would get inflamed and cause his whole body to hurt. At the 

time she had never seen this, but questioned nothing when it came to PANDAS complications. The 

inflammation in his brain told him he was in 10x the amount of pain he was really experiencing. We tried so 

many medical and psychological interventions and for a year we got nowhere! We worried our doctors would 

give up on him or run out of treatment options. Most days we begged him to try harder, live stronger, be 

happier, but at the end of the day we just felt like terrible parents. We even had the conversation no parent 

should have to have with their kid...the suicide question. Fortunately for us, he never went there...but his 

therapist told us to be on our toes. The good news is that because we were being treated by a doctor at a 

leading PANS clinic, we were able to keep hope that we would find a way to help him, eventually.  

After countless trials of different treatments, it was steroids and High Dose IVIG that proved to us that indeed 

we were dealing with an autoimmune inflammatory condition and not a psychological one and our oldest was 

given a Rituximab treatment. At first he got worse, WAY worse. But about two months later, we started seeing 

bits of normalcy coming back. By his second treatment 6 months later he was started focusing on school and 

going out with friends again. He was even able to have his Bar Mitzvah, which we never thought would happen. 

And by the end of his 7th grade year of school, he had straight A's and we never saw him, as he was Mr Social.  

Over the years, both boys have been on many different antibiotics, High and Low Dose IVIG, several psych and 

anti-inflammatory meds. Both kids had their tonsils and adenoids removed and our older son had a chronically 

infected appendix removed. Each time we tried something new we were hopeful it would work, only to flare 

again and feel like we were back to the drawing board. On top of medical treatments, we could not have gotten 

through all of this without psychologists who understood PANDAS, trauma and regulation issues. We did go 

through phases where we wanted to fire our doctors and start over as we assumed that had to be missing 

something. We saw plenty of docs who thought we were crazy, and looking back, all those doctors did were 

slow us down in getting our children help as they just confused the situation by causing us to doubt the 

diagnosis.  Over time we have learned that this is a journey, with ups and downs, and that no one really has 

any clue as to how to cure PANDAS or why it happens. 

After years five years of walking on egg shells during flares, of late nights, missed school, many slammed 

doors and equally as many tears, I can confidently say we are on now the road to recovery. The boys stay on 

treatment doses of antibiotics (not prophylactic doses), they get High dose IVIG every month in order to keep 



their IgG levels up above 1000 (this seems to be their magic number to getting less illnesses), daily naproxen 

for inflammation, and our older son receives Rituximab every 3 months over 1 day and takes daily benadryl 

(antihistamine). We have a flare plan as well. When we notice a flare starting, we start a 5 day steroid burst 

and add Augmentin and if done soon enough this seems to work to stave off a major flare. They will remain on 

this treatment protocol until they are symptom free for two years.  

For those of you in the depths of dark times, I write this to give you hope. Please know that it will get better. 

Medicine and research is always advancing and there are doctors who believe and want a better life for these 

kids. Always remember you are doing your best and don't let the voices in your head or anyone else tell you 

otherwise! Your child and family will come out on the other side of this stronger and more resilient. 

Relationships will be affected but not always badly. My children both have friends who through thick and thin 

still remain by their sides. And trust me these friends have seen some scary stuff. It is no different with our 

friends. Living through this teaches you who you can trust and rely on.  

For us, we live each day thankful to be on the other side of this crazy disease that tried to destroy our family. 

Our oldest is finally back in traditional school and doing very well. He still flares, but overall he is a very typical 

14 year old. I celebrate the nuances of teenage-hood, as I love "NORMAL" behaviour. When we were confident 

that our oldest was on the mend, we were even able to accept an offer to move abroad for my husbands  work. 

The kids have handled the stress of the move like champs. When asked how we could leave our expert medical 

teams back in the states and move to a country where the PANDAS treatment was behind and we had no 

support system, I say 1) We trust the doctors we have found in the UK who agreed to follow our US protocols 

and promised to work closely with our US doctors and 2) it is because of their health complications that we 

HAD to make this move. Why? Because we never know what tomorrow brings and it has always been a dream 

of ours. We choose to live in the present and knew that we could always move back if things got bad again.   

All I can says is that after all these years of darkness, we are living life fully, enjoying the good days, trying not 

to get scared when there are bad days, and most of all staying steadfast in remembering what is important in 

life. Good health, family, taking care of yourself and most of all, happiness! 
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