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      The decision to tell this story was not an easy one. But my son was brave enough to
         allow me to share it, so how could I not be brave enough to tell it? I found myself
         propelled forward by the belief that his journey could benefit and inspire others.
      

      
       I kept a detailed journal throughout Dan’s ordeal, mainly for my own sanity. The
         events in the book are true, as I remember them. All the names and places, however,
         have been changed. While I tell the story of Dan’s journey, Dr. Seth J. Gillihan provides
         the expert commentary about obsessive-compulsive disorder.
      

      
      OCD is a cruel, insidious illness with the potential to destroy lives. But it is also
         treatable. My hope is that this book will educate, enlighten, and motivate those whose
         lives have been touched by OCD and give them the strength to move forward and fight
         for the lives they deserve.
      

       

      Janet Singer
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      Countless families have been introduced to obsessive-compulsive disorder, or OCD,
         through their loved one’s struggle with the condition. They have learned that OCD
         might not be what they thought, that it’s a confusing and debilitating condition that
         affects the entire family, and that treatment that works can be frustratingly hard
         to find.
      

      
       OCD has been called by many names, including the “doubting disease,” and doubt is
         at the heart of OCD: Did I really turn off the stove? How can I know I won’t impulsively
         hurt someone I love? What if wearing a certain shirt causes a plane to crash? Even
         if a person knows on some level that these worries are unreasonable, a lingering doubt
         makes it extremely difficult for the person not to focus on the terrible thing that
         might happen.
      

      
       As a psychiatric diagnosis, OCD is fairly straightforward. In the American Psychiatric
         Association’s Diagnostic and Statistical Manual of Mental Disorders,[1]      which is used in the United States and other parts of the world for psychiatric
         diagnosis, OCD is defined by the presence of “obsessions,” which are upsetting and
         intrusive thoughts or urges, and “compulsions,” which are thoughts and behaviors meant
         to prevent the feared outcomes. These criteria should make it one of the simplest
         conditions to diagnose, yet it often goes unrecognized or is misdiagnosed.[2]   
      

      
       Over the past several years there has been an increased awareness of OCD. For example,
         TV shows such as “The OCD Project” and “Obsessed” have shown real-life examples of
         what OCD looks like and how it’s treated. However, the condition is still commonly
         misunderstood. For example, many people think OCD is just about repetitive hand washing,
         compulsive cleaning and organizing, or constant checking of locks and stoves. In reality,
         OCD has an impressive imagination and can attach to anything. Other depictions of
         OCD make it seem “cute” or “funny,” or even helpful, as expressed in statements such
         as, “I wish I could be more OCD about keeping my apartment clean.” No one with OCD
         wishes they were more OCD.
      

      
       Cute, “harmless” forms of OCD are by definition not OCD, which has to get in the
         way of things a person cares about.[3]    The irony of OCD is that while it drives OCD sufferers to try to protect what
         they most care about, it destroys those very things in the process. For instance,
         compulsive rereading and rewriting of school assignments can lead to failing grades
         from turning in work late. Untreated OCD can ruin every area of a person’s life, from
         well-being to relationships, work, education, family harmony, and anything else a
         person holds dear.
      

      
       Although much is known about OCD, we know relatively little about what causes it.
         There are several risk factors for the condition, including childhood abuse and other
         stressors, social isolation as a child, high levels of negative emotion, and a family
         history of OCD, among others. However, for any particular individual it is impossible
         to say with certainty what caused his or her OCD, and in many instances no specific
         risk factors can be identified. Research studies have also begun to identify which
         brain areas are linked to the disorder, with a focus on a “loop” involving parts of
         the frontal lobes, the thalamus (the brain’s “switchboard”), and structures called
         the basal ganglia that are tucked deep inside the brain.[4]      However, brain scans cannot tell whether an individual has the diagnosis or
         not.[5]   
      

      
       Fortunately we don’t have to know what caused an individual’s OCD in order to treat
         it effectively, and OCD is a highly treatable condition. The best-tested psychological
         treatment for OCD is exposure and response prevention (ERP),[6]    a specific type of cognitive-behavioral therapy (CBT). The treatment, which is
         described in more detail in this book, can be summarized as “doing the opposite of
         what OCD tells you to do.” OCD tells a person to avoid things that trigger obsessive
         thoughts, whereas ERP says to approach obsessive triggers; OCD says to do compulsive
         behaviors to prevent bad things from happening, while ERP says to resist the urge
         to do compulsions. Over time the triggers stop being terrifying, and one learns that
         fear subsides even if a compulsion isn’t performed.[7]      ERP has been shown to lead to changes in brain areas that are implicated in
         OCD.[8]   
      

      
       There are also medications that have been shown to be helpful in treating OCD,[9]    the most commonly prescribed of which are the selective serotonin reuptake inhibitors
         such as fluoxetine. Relatively high doses of these medications tend to reduce symptoms,
         at least for as long as the person takes the medication.
      

      
       Even though there are very effective treatments for OCD, many OCD sufferers end up
         getting treatments that haven’t been tested in research studies, or have been tested
         and shown not to work.[10]    OCD is not like other conditions such as depression and panic disorder, which
         can respond to some degree to many forms of therapy and even to a pill placebo. OCD
         shows very little placebo response,[11]    and general talk therapy tends to be ineffective.[12]    Indeed, some well-intentioned approaches can even make the condition worse, by
         playing into the hands of OCD. For example, therapists often unwittingly fall into
         a pattern of providing their patients with reassurance, which only feeds the obsessive-compulsive
         cycle.[13]   
      

      
       OCD is a condition that is defined by conflict—conflict between one’s rational mind
         and the doubt OCD creates. In a similar way, the current state of OCD treatment is
         defined by conflict: On the one hand, countless individuals can testify to the power
         of effective treatment to restore what OCD stole from them and to allow them to live
         a satisfying and fulfilling life. On the other hand, so many families continue to
         share their OCD experiences that involve missed diagnosis, wrong treatments, and a
         lack of access to treatments that work. Much work remains to be done to bring effective
         treatment to the millions of OCD sufferers who need it.
      

      
       

      
      Seth J. Gillihan, PhD
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      Chapter 1

      Everything Is Not Fine

      
         
         

         

         
         
         
         
      

      
      His behavior was so bizarre that for a moment I thought he was joking. “Why are you
         taking tiny tippy-toe steps?” I asked, forcing a laugh. No response. This was my third
         time in three months flying down to Bridgeville to help my son out at college, and
         I was shocked at how much worse he seemed.
      

      
       He’d just gotten himself out of my rental car by stiffly turning his whole body at
         once. Every movement had been slow and deliberate. Before putting his feet down on
         the pavement, he’d hesitated and then winced. I accompanied him on his silly, tiptoe
         walk and took his arm as we now stood at the bottom of the old motel’s staircase.
         The night air was thick with heat and humidity, yet he was wearing long sleeves and
         shivering uncontrollably.
      

      
       “Dan, what’s going on?” I asked.

      
       He stared straight ahead, eyes glazed. “I can’t go up the steps,” he whispered.

      
       My stomach tightened, and I took a deep breath. “Sure you can, honey,” I said, a
         little too cheerily. “I’ll help you.”
      

      
       Still holding his arm, I stepped up onto the first cement step. Dan didn’t budge.
         “Everything is all right,” I said, wondering why I chose to say something that was
         so obviously not true. He lifted his foot and once again hesitated and winced as it
         touched the first step. His other foot followed. His body froze and he was still shaking.
      

      
       “I can’t do this,” he said.

      
       I looked up at his sallow face and saw it riddled with fear. As much as I wanted
         to spare my son, intuition told me to get him to my room. “Sure you can, honey,” I
         said calmly. “I’m here to help you.”
      

      
       He made it onto the second step, and we continued the cycle: freezing, reassuring,
         coaxing, hesitating, wincing, and stepping. I have no idea how long it took, but we
         finally reached the top landing. It was as if we had climbed Mt. Everest.
      

      
       But really it was just the second floor of the motel, and we now had to walk past
         four other rooms to get to mine. Again, I held on to Dan’s trembling arm while we
         took slow, deliberate baby steps.
      

      
       “See, you did it,” I said when we found ourselves in front of my door. “Everything
         is fine.”
      

      
       Why did I keep saying that?

      
       I unlocked the door and reached in to turn on a light. “Come on in,” I said, stepping
         inside.
      

      
       It was almost midnight, and the full moon lit up the outside corridor. I turned to
         look at Dan and wondered how someone six feet five could look so small, almost invisible.
      

      
       “I’ll just wait out here,” he said. He was frozen again.

      
       “No, you have to come in,” I replied as the anxiety churned away at my stomach. “I’ll
         help you.”
      

      
       I took his hand and tried to lead him into the room. He didn’t seem physically capable
         of lifting his foot over the threshold.
      

      
       “I can’t come in, Mom,” he whispered, with the desperate tone of someone who knew
         he was drowning yet couldn’t quite reach the life preserver.
      

      
       “I’ll help you. You need to come inside.”

      
       No response. With a yank that felt strong enough to dislocate his shoulder, I pulled
         him into the room and closed the door.
      

      
       And so our journey began.

      
       Just a year earlier, all had been well. Sort of. There’d been a vague unrest deep
         inside of me for a while, a feeling that maybe something wasn’t quite right. I’d like
         to think of it as mother’s intuition, but really it was the accumulation of a lot
         of little signs. The “cereal incident” was one of them.
      

      
       “Hey Mom, could you get the cereal out of the cabinet for me?” Dan had asked. He
         was standing a few feet from the cupboard, a strange look on his face.
      

      
       “Dan, you’re perfectly capable of getting it yourself,” I said. “I’m not your maid.”
         But that expression. What was that? Fear?
      

      
       “No, Mom, really, please get it for me, okay? I can’t go over there.”

      
       “What do you mean you can’t go over there? What are you talking about?”

      
       “Nothing. I just can’t do it.”

      
       If it weren’t for his obvious apprehension, I would’ve been sure he was joking. Why
         on earth would a healthy seventeen-year-old not be able to walk over to a cabinet,
         open the door, and remove a box of cereal?
      

      
       “Come on, Dan, we’ll do it together,” I’d said. I tried to take his hand, but he
         resisted. “Did you see something scary over there?” My question seemed way off the
         mark, even to me, but I didn’t know how to react to what was happening.
      

      
       Eventually I got the cereal for him and mentally registered this event under the
         strange-but-true category, where there were other listings already: Dan had recently
         stopped eating ice cream and wouldn’t go into our swimming pool. These and other changes
         were more subtle than the cereal incident, and I only became aware of them over time.
         I never thought of them as signs of a problem, just odd occurrences.
      

      
       And there was the touching. “What’s with your fingerprints all over the walls?” I’d
         asked. Dan was an artist and his hands were often covered in charcoal, so the walls
         were a mess.
      

      
       “Oh sorry. I didn’t realize I was doing that.”

      
       “Well, stop, okay?” I didn’t think much of it. Still, I felt that vague unrest.

      
       But the cereal incident was weird, and I’d relayed it to my husband Gary. “You know,
         I even thought of calling the doctor, but what would I say? My son won’t open a cupboard
         door?” In retrospect, I should’ve called. But it didn’t matter much, because soon
         after that, Dan, who had diagnosed himself with the help of the Internet, told me
         his secret. I had responded with, “Are you sure, Dan? You never even wash your hands!”
         Deep down, however, I knew if Dan said he had OCD, he had OCD. Dan knew his stuff.
         His diagnosis was confirmed by his longtime pediatrician, Dr. Wright, who prescribed
         a low dose of an SSRI (selective serotonin reuptake inhibitor). And the doctor somewhat
         alleviated my fear. 
      

      
          “Yes, Dan definitely has OCD. And he knows more about it than I do,” Dr. Wright
         said between chuckles. He knew Dan well, and I found the doctor’s lightheartedness
         comforting. He hadn’t laughed when Dan was a baby and had a 105.8-degree fever, or
         when Dan was two and had a severe allergic reaction to a bee sting. Okay, he did laugh
         the time Dan plopped down on our couch and then had to have a pencil tip removed from
         his buttocks, but we all laughed at that one, even Dan. So how bad could OCD be? When
         Dr. Wright suggested Dan see a therapist, we found Dr. Thomas, who told us Dan’s OCD
         was “no big deal.” Dan then met with Dr. Thomas once every two weeks for four months
         until he left for his dream college fifteen hundred miles from home. We now knew that
         amounted to approximately ten sessions of the wrong kind of therapy, and come to find
         out, Dan’s obsessive-compulsive disorder was a pretty big deal.
      

      
      
         
         What Is Obsessive-Compulsive Disorder?

         
         The essence of OCD is repeatedly worrying that something awful is going to happen
            and then doing something to try to prevent it. Usually when we think of OCD we imagine
            a “washer” or a “checker”1: individuals who wash their hands all the time so they don’t catch a terrible disease,
            or who compulsively check and recheck the stove to be sure it’s off. While “washers
            and checkers” make up a good number of the people with OCD, it’s important to recognize
            the many different ways in which OCD can manifest itself.
         

         
          Put simply, there is no limit to the kinds of things that OCD can make a person worry
            about. Relatively common areas of concern involve contracting an illness; being responsible
            for a fire, car accident, or other horrifying event; and behaving in a way that is
            illegal or immoral.
         

         
          Regardless of the specific content, OCD involves a cycle of discomfort (triggered
            by an obsession) followed by an action or a thought (compulsion) to relieve that discomfort.2 A person might worry that the stove was left on—which leads to a spike in worry and
            anxiety—followed by checking the stove to be sure it is off, which tends to give the
            person at least a brief feeling of “Ahh, it’s okay.” This sense of relief feels good
            since it reduces the person’s discomfort. OCD’s trick, of course, is that it’s impossible
            to be sure of anything, and uncertainty is fuel for OCD’s fire. That sense of “It’s
            okay” is soon enough followed by, “. . . or is it?” How do we know we’ve done something right, or seen correctly, or accurately remembered what we saw?
         

         
          So people with OCD often get trapped in frustrating cycles of obsession-compulsion-obsession-compulsion.
            It feels good to get the little bit of relief that compulsions provide; when the obsessions
            inevitably return, the person will again resort to doing a compulsion. Now the person
            is playing OCD’s game and may not know how to stop.
         

         
         ____________________

         1.  Jonathan S. Abramowitz, Martin E. Franklin, Stefanie A. Schwartz, and Jami M.
               Furr, “Symptom Presentation and Outcome of Cognitive-Behavioral Therapy for Obsessive-Compulsive
               Disorder,”  Journal of Consulting and Clinical Psychology   71,  no. 6 (2003): 1049. 

         
         2. Ibid., 1055.  

         

         
      

      
       I’d picked him up earlier that evening at the Sculpture Garden, our usual on-campus
         meeting place. Amid the lights and shadows of the sculptures, I’d seen him from a
         distance and immediately knew something was terribly wrong. He was standing, and his
         tall frame seemed to hang limply. I sensed his fear, confusion, and defeat, even from
         afar, and a sense of panic had overwhelmed me. By the time I stood beside him, so
         debilitated he could barely climb steps, I’d walled off my emotions. I was there to
         help Dan, and if I fell apart there would be nobody to care for either of us. Still,
         the questions crept in. How could this be happening to my son? What was happening to my son? Surely we were now dealing with more than obsessive-compulsive
         disorder. More terrifying to me than these questions was the thought that I desperately
         tried to squelch: This could be it. Dan might be gone, beyond anyone’s help, and I had no way of knowing if he’d ever
         be back.
      

      
       He stuck close to the door and surveyed his surroundings, a typical drab motel room
         with two double beds. On the far right side of the room was a kitchenette with a refrigerator,
         a yellow-gold stove, and a microwave. A small drop-leaf table and two chairs completed
         the area. The bathroom was behind the kitchenette and not visible from where Dan was
         standing. The room had a mildly musty odor, not uncommon for the South.
      

      
       “Want to lie down?” I said. “You must be exhausted.”

      
       “No, I don’t want to,” he replied, looking around the room nervously.

      
       He stood for a while longer, seeming deep in thought, and then tiptoed past the beds
         so he could sit at the tiny kitchen table. He slouched over so much his head was practically
         touching its surface. I put my hand on his shoulder, and he flinched, which was unusual
         for him. He was always so affectionate.
      

      
       “How about some food?” I offered in that cheery voice that was starting to annoy
         me. I rattled off some of his favorite things to eat.
      

      
       He shook his head.

      
       “Oh, I bought some of those smoothie drinks you like,” I persisted. “I’ll pour you
         one, okay?”
      

      
       “No thanks,” he replied softly.

      
       “You have to have something,” I pleaded. “You’re probably dehydrated. At least have
         something to drink. Please.”
      

      
       “Okay, I’ll have some water from the tap.”

      
       I poured the water and sat next to him. “You look so thin, honey. When was the last
         time you ate?”
      

      
       “I don’t know, probably five or six days ago.”

      
       I felt that tightness again. “You have to eat. I have a full refrigerator. Please
         let me give you some food.”
      

      
       “I just can’t eat now, Mom. I’m sorry. I promise I’ll eat tomorrow.”

      
       “Why haven’t you been able to eat?” I asked, already knowing this simple question
         had a complicated answer.
      

      
       “Well, I can’t go into the dining hall,” he said. Although undoubtedly relevant,
         there was obviously more. Here he was, sitting in front of a refrigerator stocked
         with all his favorite foods, and he couldn’t eat?
      

      
       “What about your medication, honey? Are you taking it?”

      
       “Yup, every morning with a little water.” He didn’t seem to mind me asking questions,
         so I kept going.
      

      
       “How about your classes? Are you still able to keep up with your work?”

      
       “Yeah, pretty much, I guess, but it’s really hard to concentrate.”

      
       “Oh, Dan, I’m sure not eating has a lot to do with that,” I said, and then stopped.
         I didn’t want to lecture him now, not tonight. “Did you have fun with your friends
         earlier?”
      

      
       “I guess it was good, except I’m so anxious I can’t enjoy myself.”

      
       At this point I realized Dan hadn’t even touched the glass of water to his lips.

      
       He lifted his head and looked at me. “But don’t worry. I’m okay.”

      
       Of course I knew this wasn’t true. Dan was obviously in rough shape; I just didn’t
         know how to help him. His appointment with Dr. Vogel, a new therapist, was six days
         away, though I doubted he’d make it until then. My mind whirled as I tried to think
         clearly. I’d call Mark, a close friend who is a clinical psychologist, first thing
         in the morning.
      

      
       “It’s well after midnight, Dan. Why don’t you just sleep here tonight?”

      
       “No, thanks, I really want to go back to my room if you don’t mind.”

      
       “Okay, as long as tomorrow we get you some food.”

      
       “Sure, that’s fine.”

      
       We began our descent. Once outside the room, Dan’s anxiety was palpable, and he froze
         briefly before we retraced our earlier steps, walking past the closed doors until
         we arrived at the top of the staircase. Then we did it all again: freezing, reassuring,
         coaxing, hesitating, wincing, and stepping. His eyes darted often, as if there were
         danger all around us. In the car, he tapped the window continuously during the three-minute
         ride back to his dorm.
      

      
       “Thanks for driving me, Mom.”

      
       “You’re welcome, honey,” I said. “I hope you get a good night’s sleep. By the way,
         how messy is your room?”
      

      
       “Nothing like before. Don’t worry.”

      
       I smiled at him. “Good night, I love you. See you tomorrow.”

      
       “Love you too, Mom.”

      
       He easily got out of the car. I watched him walk away, his gait interrupted now and
         then by a little skip, which in any other situation would have been cute. He walked
         into his dorm and out of my sight. Troubled and confused by his odd behavior, I consoled
         myself with the thought that tomorrow, he would eat.
      

      

      

      Our meeting place was in the middle of the campus, and I arrived early. I sat in the
         midst of students scurrying to and from class, meeting up with friends, or just hanging
         out. Everyone seemed so . . . normal. Why wasn’t my son one of them? From across the
         quad, Dan was walking toward me with his head down. He was wearing a long-sleeved
         hooded sweatshirt, again in the heat, and he had the hood on. Every few steps he did
         a little shuffle.
      

      
       “You on your way to rob a convenience store?” I asked, and he managed a little smile.
         “I figured we’d go to a restaurant, okay?”
      

      
       “No, I really don’t want to do that.”

      
       My anxiety from the day before had remained, and now I felt myself sweating. “You
         have to eat something today. You promised.” When he didn’t respond I said, “If you
         don’t want to go to a restaurant, I’ll make you something to eat at the motel.”
      

      
       He just shrugged. We drove back to the motel in silence. Panic erupted inside me
         over the real possibility Dan might not eat. I tried, unsuccessfully, to suppress
         this thought.
      

      
       The stair climbing was tough, but at least this time I wasn’t so shocked. Our audience
         was, though; it was now broad daylight, and there were several people milling about
         the motel.
      

      
         Freezing, reassuring, coaxing, hesitating, wincing, and stepping; we did it all
         over again. I knew people were staring, but this wasn’t a time to care about what
         others might be thinking. Plus, what other choice did I have? I had left my disappearing
         wand at home.
      

      
       Once inside, Dan went right for the chair he sat in the night before, as if it were
         a safe haven amongst dangerous waters. I looked at my son closely. Hunched over once
         again, he was chewing on what was left of his hood strings. He was so thin, his cheekbones
         and jawbone protruded.
      

      
       He stood up to use the bathroom, and his pants fell down. His belt, even on the tightest
         hole, couldn’t keep them up. We burst out laughing, and for a moment all was well.
         Dan was still Dan, sense of humor and all.
      

      
       If only he would eat. I offered him every food and drink combination I could think
         of. My son, whose zest for food had always paralleled his zest for life, wasn’t capable
         of putting a morsel into his mouth.
      

      
       “Nah, I don’t want anything,” he said.

      
       “Dan, you promised you’d eat today.”

      
       “I know, but I can’t eat today. I’ll eat tomorrow.”

      
       “Did you even take your medication this morning?” I asked. I was annoyed now, and
         I needed to talk to Mark. Hopefully he’d return my call soon and remind me Dan wasn’t
         in control; his OCD was.
      

      
       “Yeah, I took it. Stop worrying. I’m okay.”

      
       “Dan, maybe you could tell me a little about what you’re thinking, so I can understand
         better. Can you tell me why you can’t eat today?”
      

      
       “Because.”

      
       We sat in silence for a while.

      
       “It’s a beautiful day, honey,” I said. “How about we go for a little walk just to
         get out of the room?”
      

      
       “No thanks. I’d rather just sit here.” He was shivering.

      
       I took a blanket off one of the beds and wrapped it around his bony shoulders.

      
       “Thanks,” he said, and then proceeded to shift the blanket from his shoulders to
         his head, so now he was totally wrapped up in it, shaking and rocking back and forth
         slightly. He began moaning and mumbling, and wouldn’t talk to me.
      

      
       I sat on the bed, put my head in my hands and watched my son deteriorate.

      
       A half hour later I broke the silence. “Honey, listen to me. I know a big part of
         your problem right now is physical, from not eating or drinking.”
      

      
       “No, I’m okay, I had something to drink this morning.” He sounded eerily calm.

      
       “Please, just have a little water.”

      
       “No, I’m fine. I think what I’ll do is just sit here until midnight and then go back
         to my dorm and do some work or go to sleep, okay?”
      

      
       “Midnight? You can’t be serious.” It was now four o’clock in the afternoon. My son
         wanted to stay in the exact same position, doing nothing but shaking, moaning, and
         mumbling, for the next eight hours. “No, you can’t sit here until midnight.”
      

      
       He looked puzzled. “Why not?” he asked simply. “I do this all the time.”

      
      
         
         
         
         How Do I Find an OCD Therapist?

         
         The good news for OCD sufferers is that cognitive-behavioral therapy (CBT), and in
            particular exposure and response prevention (ERP),1 can be extremely effective. Unfortunately it can be difficult to find a therapist
            who specializes in this treatment, in large part because most therapists who treat
            OCD do not consistently use ERP.2  
         

         
          Many therapists who provide solid ERP are located in research and treatment centers
            within medical schools, such as the Obsessive-Compulsive and Related Disorders Research
            Center at Stanford University, the Center for Anxiety and Related Disorders at Boston
            University, and the Center for the Treatment and Study of Anxiety at the University
            of Pennsylvania. If you live close to this kind of academic center it can be an excellent
            place to start.
         

         
          If, like most people, you don’t have easy access to this type of center, there are
            other options available. The International OCD Foundation (IOCDF) website has a searchable
            database of providers (see below), so you can check if there is somebody close to
            you who provides ERP. The IOCDF also has helpful tips for figuring out if a therapist
            provides effective ERP; for example, if the clinician describes his or her approach
            as “eclectic,” it’s likely that you would receive a watered-down form of ERP.
         

         
          If you don’t live within easy driving distance to an outpatient ERP therapist, another
            option is to seek out intensive outpatient treatment for OCD. This option generally
            involves two-hour sessions of ERP five times a week for three to four weeks, and therefore
            a person generally stays in the city where the therapy is provided for the duration
            of the treatment. Again, the IOCDF website has a database of intensive treatment providers.
            Finally, there are a limited number of residential programs that offer inpatient ERP
            for individuals who require that level of treatment.
         

         
          Although the task of finding a good OCD therapist can seem daunting, most people
            who have done so would say it was worth the time and effort to find the right treatment.
         

         

         

         
         
            
            	
               International OCD Foundation (IOCDF) Treatment Provider Search:
http://www.ocfoundation.org/treatment_providers.aspx

            

            
            	
               Association for Behavioral and Cognitive Therapies (ABCT) CBT Therapist Search:
http://www.abctcentral.org/xFAT

            

            
            	
               IOCDF Tips for Finding an ERP Therapist:
http://www.ocfoundation.org/treatment_providers.aspx#Looking_for_therapist

            

         

         
         
         ____________________

         1.  Ana I. Rosa-Alcázar, Julio Sánchez-Meca, Antonia Gómez-Conesa, and Fulgencio Marín-Martínez,
               “Psychological Treatment of Obsessive-Compulsive Disorder: A Meta-analysis,”  Clinical Psychology Review   28, no. 8 (2008): 1311–12. 

         2.  Stacy R. Freiheit, Christopher Vye, Rebecca Swan, and Mary Cady, “Cognitive-Behavioral
               Therapy for Anxiety: Is Dissemination Working?”  The Behavior Therapist   27, no. 2 (2004): 28.  


         
      

      
      
   
      Chapter 2

      Looking for Help

      
         
         

         

         
         
         
         
      

      
       “What a smile!” strangers would say whenever I was out with my toddler son. Dan exuded
         joy. Not over anything in particular, just life. He was thrilled to be in the world
         and often couldn’t contain himself, breaking into song or dance or twirl without warning.
         And always with that smile. From as far back as I could remember, he had that extra
         something that attracted people to him, and even as a young child he was caring and
         kind. Many a preschool girl would announce, “I’m going to marry Danny Singer.” In
         elementary school, his good nature, nonjudgmental personality, and sharp sense of
         humor endeared him to his teachers and his peers. Everyone wanted him on their team.
         Parent-teacher conferences were a delight, hearing teachers gush over him and marvel
         at his vast knowledge and intelligence. He was interested in everything and read voraciously.
         At the age of eleven he was tackling philosophy books I couldn’t even pretend to understand.
      

      
       While Dan and his sisters Lainey and Ava had homeschooled off and on through the
         elementary school years, Dan continued on this path from seventh grade through high
         school (except for a five-month high school trial his freshman year, after which he
         declared he was leaving school so he could continue his education). Dan loved homeschooling
         and was more than willing to have the freedom to learn as he pleased. He honed in
         on the arts, specifically computer animation, and excitedly announced one day, “I’m
         going to be an animator.”
      

      
       His enthusiasm was contagious, and during a vacation to the Los Angeles area, we
         arranged an informational interview at California Institute of the Arts, a world-renowned
         college for animation started by Walt Disney. It went something like this:
      

      
         Admissions rep: So you’re interested in computer animation?

         
         Dan: Yes.

         
         Admissions rep: Did you bring your portfolio with you?

         
         Dan: Oh, I need to have a portfolio?

         
         Admissions rep: Yes, we need to evaluate your artistic skills. Do you draw or sketch
            at all?
         

         
         Dan: No.

         
         Admissions rep: Well, if you want to get into animation you need a portfolio, so start
            sketching, okay?
         

         
         Dan: Okay.

      

         Hmm. Well, that’s that, I thought as we left the room. Dan would have to figure out something else to do
         with his life. He was never a doodler as a child and hadn’t really done any drawing,
         though he did love art museums.
      

      
       That was my take on the interview. Dan’s only comment was, “I better start drawing.”

      
       And draw he did. From museum classes to painting classes to a figure-drawing co-op
         where he was the only one under forty years of age, Dan immersed himself in art. His
         teachers were impressed with his enthusiasm, maturity, and yes, talent. Four years
         later he entered Carson College, the number-one school for animation in North America.
      

      

      

      Mark finally called. I left Dan in his chair and brought the phone outside, where
         I told Mark things that, even now, seemed unbelievable. How Dan could barely get out
         of the car and into the motel room, how thin and sunken he looked, how he wouldn’t
         eat or drink, and how he had just announced he wouldn’t be moving for the next eight
         hours. I had to pretend I was talking about someone else, not my son.
      

      
       “Janet,” Mark asked, “does Dan realize how irrational his behavior is?”

      
       “I honestly don’t know.”

      
       “Well, people with OCD can have strange rituals,” Mark explained. “But for the most
         part, they understand their behaviors are irrational; they just can’t control them.”
      

      
       I knew what Mark was really asking: Are we dealing with more than OCD here? If Dan
         truly believed not eating made sense, then there was a chance he might be contending
         with an additional mental health disorder.
      

      
      
         
         
         
         Odd Behavior in OCD

         
         It is not unusual for people with OCD to adopt behaviors that appear strange from
            the outside and that the individuals themselves may even recognize as being odd. For
            example, compulsions can involve tapping one’s fingers together, repeating actions
            such as closing a door or turning off a light, or ritualized patterns of steps. At
            the extreme these behaviors can be mistaken for symptoms of schizophrenia.1  
         

         
          However, careful assessment can reveal the function of these odd-seeming movements.
            For example, individuals who tap repeatedly may have developed a compulsion to negate
            “wicked” thoughts by making a brief “cross” with their hands. Or, individuals might
            have developed a rule to repeat a step if while taking the step they thought about
            someone being hurt.
         

         
          Most of the time a person with OCD will acknowledge that these apparently strange
            behaviors are not actually preventing bad things from happening. But when the person
            has an obsessive thought, it can be extremely hard to resist the urge to neutralize
            the thought with a ritualized behavior.
         

         
         ____________________

         
         1. Spengler and  Jacobi,  “Assessment and Treatment,”  100.  

         

         
         
      

      
       “Are you sure he’s taking his medication?” Mark asked.

      
       “Mark, at this point, I’m not sure of anything,” I said, letting out a heavy sigh.
         Since arriving in Bridgeville, I’d felt like Alice from Alice in Wonderland. Nothing was as it should be.
      

      
       “Well, regardless, you need to get him to the emergency room as soon as possible.”

      
       Of course! Consumed by anxiety, I hadn’t even been able to come up with the most
         logical thing to do. “But what if he won’t go with me?”
      

      
       “You need to be firm with him and just tell him this is what you’re going to do.
         If he doesn’t cooperate, which I feel is unlikely knowing Dan, I’d call the police
         and have them escort you to the hospital.”
      

      
         Wow, wouldn’t that be fun? My son, who has spent his life trying to do the right thing,
            might need to be carted away by the police. This image sparked an intense sadness that sat in me like lead.
      

      

      

      I took a deep breath and went back into the motel room. Dan was still on the chair,
         moaning and shivering. I knelt next to him.
      

      
       “So what did Mark say?” he asked.

      
       I was glad he had the wherewithal to even ask. “He said we need to get you to the
         hospital.”
      

      
       “Really?” He didn’t sound upset, just surprised.

      
       “Yes, honey, you need help.”

      
       He didn’t respond.

      
       “Dan, do you realize how unreasonable your thinking has become? Do you really think
         something horrible will happen if you move from your chair before midnight, or if
         you have something to eat?”
      

      
       “I know it doesn’t make any sense,” he replied, “but I also really believe it.”

      
       My heart sank. I didn’t know what his response meant so I tried not to concentrate
         on anything except getting my son to the nearest hospital.
      

      
       Once again we began the ordeal of getting from the motel room to the car, though
         this trip down the steps was a little easier than the last. Dan perked up a bit once
         we got into the car. “So what do you think they’ll do to me at the hospital?” he asked.
      

      
       “I’m guessing you’re dehydrated so they’ll probably give you some IV fluids,” I said.
         “And they’ll do some blood work.”
      

      
       “That sounds okay,” he said, nodding. “What else?”

      
       “Well, I hope there will be a psychiatrist or psychologist on call to speak with
         us.” I turned into the parking lot and took the last available space.
      

      
       He got out of the car eagerly. It occurred to me he might actually be glad to be
         at the hospital, to hopefully get some help. Hey, it beat sitting in a kitchen chair
         for eight hours. As for me, I was relieved to be among professionals who would know
         how to treat him. I felt, at the very least, that we were in the right place.
      

      
       As pleased as Dan might have been to be getting help, he still wore his sweatshirt
         hood up and was chewing, no, chomping on the hood strings.
      

      
       “Dan, please don’t do that,” I requested several times. He’d stop for a few minutes,
         but somehow those strings always ended up back in his mouth. I tried to ignore his
         chewing and surveyed the waiting room. There were many parents with sick children.
         Sitting next to us was an elderly couple, looking amazingly well put-together and
         healthy for being in an emergency room.
      

      
       “Not too busy tonight,” the man said, as if he were there every night and could compare.

      
       I smiled half-heartedly.

      
       “So what is he here for?” he asked, jutting his chin toward Dan. I guess it was obvious
         that Dan was the patient, not me.
      

      
       “He has some health problems,” I said, and wondered if he could tell by looking at
         Dan that he had some mental health problems. I quickly surmised he could. What he saw was a disheveled young man
         chewing on the strings of his hooded sweatshirt, hood on head. His foot was twitching
         uncontrollably, his anxiety evident. Perhaps the polite thing to do at this point
         would’ve been to ask what he or his wife was there for, but instead I turned away.
      

      
       “Daniel Singer, right this way please,” the admitting nurse called an hour later.
         I followed a few steps behind as she led us past some drawn curtains to the last open
         cubicle.
      

      
       “Just sit up there,” the nurse said, motioning to the exam table, “and someone will
         be in shortly.” She turned and left.
      

      
       “You do all the talking,” Dan said, looking nervous.

      
       “If you can’t explain what’s going on, then I’ll try.”

      
       A few minutes later another nurse entered. “Well hello there,” she said as she drew
         the curtain. “I’m Michelle and I’ll be helping you out, okay?” She looked like Cameron
         Diaz and gave Dan a big smile. He smiled back.
      

      
       “So what’s been going on with you?” she asked him, as if she were talking to an old
         friend.
      

      
       Dan shrugged and turned his head toward me. His eyes pleaded for me to speak.

      
       “Dan has OCD,” I said. “He hasn’t eaten in about a week. He has an appointment with
         a clinical psychologist coming up but really needs help now.”
      

      
       Our eyes met and I knew Michelle sensed my desperation. “I’m going to draw some blood
         from you and then hook you up to an IV, okay?” she said to Dan.
      

      
       He nodded.

      
       “Just put on this johnny and I’ll be back in a few minutes.”

      
       “Would you mind staying outside the cubicle for a while so I can have some privacy?”
         he asked me.
      

      
       “Of course not, honey,” I replied and then stepped out of the cubicle. “No problem.”
         But there was a problem, and I already knew what he was trying to hide from me. “Dan,
         you should feel free to talk to the nurse and doctor about anything, okay?” I said
         through the curtain. “They’re here to help you.”
      

      
       “Okay, Mom, I know.”

      
       Michelle smiled at me as she went around the curtain. There was some conversation
         going on as she hooked Dan up to the IV, but I couldn’t hear what they were saying.
         It certainly wasn’t from lack of trying. When she left, I was invited back in.
      

      
       “So what’s been going on here?” I asked.

      
       “Well, Michelle took my blood and hooked me up to this IV,” Dan explained.

      
       He had a blanket wrapped around him. He tried to cover his arms, but I could see:
         razor-thin horizontal stripes from his wrists up to his shoulders, too many to count.
         Some were scarred over and others looked fresh. My eyes welled. I couldn’t help it.
         The thought that my beautiful son had done this to himself on purpose was more than
         I could handle. I’d been devastated when the psychiatrist Dan saw a week earlier told
         us he’d been self-injuring, but now, witnessing it with my own eyes, I was heartbroken.
      

      
      
         
         Self-Injury in OCD

         
         It is important to distinguish between harm-related obsessions, self-injury, and suicidality
            in OCD. Many individuals with OCD have a fear that they might harm themselves, with
            no actual desire to do so.1   For example, a woman might fear she will impulsively drive her car off a bridge,
            or will jump off a tall building. Exploring the nature of these thoughts will reveal
            that these individuals have zero desire to injure or kill themselves and that the
            thoughts are obsessive concerns not based on a real risk.
         

         
          In other cases individuals might actually harm themselves without any intention of
            dying,2   for example, by making cuts on their skin that are unlikely to result in serious
            harm. People harm themselves for different reasons; some people experience a release
            of tension from cutting themselves, whereas other people might feel extraordinarily
            guilty and will cut themselves as a form of punishment.3   Nonsuicidal self-injury is a serious concern not only because of the suffering
            that it signals but also because individuals who self-injure are at a much higher
            risk for making suicide attempts.4  
         

         
          Actual suicide attempts are not infrequent in OCD,5   particularly among individuals with OCD plus depression.6   These suicide attempts underscore the degree of suffering associated with OCD and
            the crucial need for effective treatment.
         

         
         
         ____________________
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       It was Mark who’d eased my mind somewhat. “While I know it’s upsetting to you, Dan’s
         cutting himself is not as big a deal as it seems, and certainly not the worst of his
         problems,” he’d explained.
      

      
       “Really?” I’d responded. “It seems pretty bad to me.”

      
       “Dan cutting himself isn’t about him wanting to hurt himself. In fact, it’s just
         the opposite. The act of cutting actually jolts him out of his obsessive thinking
         and makes him feel better. You could compare it to someone being slapped in the face
         when he or she is out of control. It brings the person back to reality.”
      

      
       “Geez, can’t he just splash some water on his face?” I’d asked.

      
       “Good point,” Mark replied. “Of course, cutting is a maladaptive behavior, and he’ll
         need to learn better coping skills. But for right now, his OCD is the bigger problem.”
      

      
       I tried to take Mark’s words to heart while Dan and I chatted and the IV fluids dripped
         into his veins. In just a few minutes, there was a noticeable change in his demeanor.
         He perked up. His eyes looked brighter, and his voice sounded stronger.
      

      
       “How do you feel, honey?” I asked, wondering if he felt what I noticed.

      
       “Actually, much better,” he said. “Isn’t it amazing what a little fluid can do?”

      
       The curtain opened and a tall, spectacled man entered the cubicle. “I’m Dr. Snyder,”
         he said, extending his hand to Dan and then me. He looked down at his clipboard. “Okay,
         let’s see here. Not only are you dehydrated, young man, but you also have hypokalemia;
         that’s low potassium. Both of these conditions can cause many physical and mental
         symptoms, including confusion, depression, and lethargy. That’s the bad news. The
         good news is they’re also easily remedied through eating and drinking properly. So
         you need to eat and drink, okay?”
      

      
       “Okay,” Dan said.

      
       “Great. Now why don’t you just rest a little more, and I’ll talk to your mom out
         here.” Dr. Snyder motioned me to follow him.
      

      
       When I spoke with Mark, he had prepared me for the real possibility that Dan would
         be hospitalized. That’s where I thought Dr. Snyder was heading when he spoke.
      

      
       “Why hasn’t Dan eaten in a week?” he asked me, once we were out of earshot.

      
       “I just arrived yesterday, and all I know is that it’s related to his OCD,” I answered.
         Did I just say I arrived yesterday? I felt as if I’d been in Bridgeville a month.
      

      
       “Does Dan have a health-care provider in the area?”

      
       “Well, we’re meeting with someone new in about a week,” I answered.

      
       Dr. Snyder nodded. “Okay, we’ll discharge him as soon as the IV is done.”

      
       It took a few seconds for me to process what he was saying. “Wait,” I called out
         as the doctor started to walk away. “I’m afraid I won’t be able to get Dan to eat,
         and his appointment isn’t for another week.”
      

      
       “I’ve spoken with Dan and told him he has to eat,” Dr. Snyder replied. “What else
         do you want me to do?”
      

      
       Did I hear correctly? What else did I want him to do? Wasn’t he the doctor? Wasn’t
         he supposed to know, or at least pretend to know, what to do? Did he really think
         just telling Dan he had to eat would do the trick?
      

      
       “Is there a psychiatrist or psychologist on call who I could speak with?” I asked.

      
       “There’s no one here now. It’s after hours,” Dr. Snyder said. “But I’ll have someone
         call you in the morning.”
      

      
       With that he walked away. And I never received a call from anyone.

      
       Back in the cubicle, Dan had really connected with Michelle. When she arrived with
         his discharge papers, she hung around for a few minutes to chat.
      

      
       “You know, you’re a great guy,” she said. “You keep following your dreams, okay?
         Because I have a hunch they’ll all come true.”
      

      
       Dan was smiling. Apparently I’d missed a lot on the other side of the curtain.

      
       “Maybe your medication just needs adjusting, but you’re going to be fine,” Michelle
         said, looking Dan right in the eye. “And don’t forget what else we talked about, okay?”
      

      
       “I won’t,” he replied, looking right back at her.

      
       I wanted to take Michelle with us.

      
       “Thanks for everything,” he said sincerely.

      
       “My pleasure. Good luck, Dan. Now go home and have something to eat.” She smiled
         warmly, drew back the curtain, and was gone.
      

      
       We both took a deep breath of fresh air once we were outside. Our ride back to the
         motel was quiet, each of us lost in our own thoughts. I had no idea what he was thinking,
         but I was still processing the fact that not only had Dr. Snyder no idea how to help
         my son but he also didn’t seem to really care. Of course I knew Dan needed to see
         a mental health professional, but I’d also naively imagined the hospital staff crowding
         around him, all the while assuring me gently that he’d be fine. Disappointment turned
         into fear as I realized for now anyway, we were on our own. At least I could call
         Mark and hoped he’d guide me in getting Dan to eat.
      

      
       There was another thought that had been creeping into my mind, though I tried hard
         to shut it out. What if I hadn’t come back to Dan? What would have happened to him?
         I imagine he would have collapsed eventually. What if he had been alone when it happened?
      

      
         Don’t waste your energy thinking about what could have been, I told myself. It’s hard enough having to deal with what really is. I wasn’t aware of it at the time, but learning to not dwell on “what-ifs” would be
         a critical component of Dan’s therapy to get well.
      

      
       It was close to two o’clock in the morning when we pulled into the parking lot across
         from Dan’s dorm. “You can come back to the motel with me if you want,” I said, breaking
         the silence.
      

      
       “No, I’d really like to go back to my dorm,” he replied. “I’m feeling so much better
         after that IV.”
      

      
       “Okay, that’s fine. But first things first. Do you want to go home?”

      
       “No, Mom, I really want to try to finish the semester,” he said without hesitation.
         He sounded determined, yet the confidence in his voice wasn’t mirrored in his face.
         He looked worried.
      

      
       “All right, you know I’ll help you in any way possible, but there are some stipulations.”

      
       “Like what?”

      
       “You have to eat. And that means three meals a day.”

      
       He nodded.

      
       “We have to contact Dr. Moore and let her know what’s been going on.”

      
       He nodded again.

      
       “And you have to meet with Dr. Vogel, and you have to let me into your room.”

      
       “Wow. You’ve certainly given this all some thought. I think I can do all of those
         things.”
      

      
       “That’s great, honey. Get some sleep now and we’ll meet in the afternoon. And we’ll
         have a meal, okay?”
      

      
       “Okay.”

      
       I gave him a big hug and he didn’t flinch.

      
      He got out of the car, closed the door, and leaned back in through the open window.
         “Thanks for a fun night,” he said with a grin.
      

      
       I watched him walk, with an occasional little hop, into his dorm.

      
      
   
      Chapter 3

      Time to Eat

      
         
         

         

         
         
         
         
      

      
      If you are going to have a mental health crisis in your family, I recommend having
         a close friend who is an amazing clinical psychologist. I called Mark first thing
         in the morning.
      

      
       “Obviously our main focus now is getting him to eat,” Mark said. “Do you have any
         idea what his reasons are for not eating?”
      

      
       “I honestly don’t know,” I answered. “Maybe he feels he isn’t worthy of eating, that
         because there are so many starving people in the world, why should he get to eat? He’s always been so caring and empathetic, so that’s a possibility. I
         don’t know. I’m just guessing. Or maybe he just thinks something terrible will happen
         to himself or his loved ones if he allows himself to eat.” I was just learning about
         obsessive-compulsive disorder and knew that many of Dan’s obsessions centered on fear
         of harm coming to those he loved. I speculated that not being able to eat or drink
         was a compulsion Dan needed to perform to keep everyone “safe.”
      

      
       “We really don’t know what he’s thinking,” Mark said, “but let’s talk about some
         strategies you can use to help him.”
      

      
       I listened, took notes, and went off to meet Dan.

      
       My goal was for Dan to eat, and I let him know this right away. “You know this isn’t
         negotiable. You have to eat today.”
      

      
       He winced. “Okay, but not until six o’clock tonight.”

      
       My first inclination was to argue with him. After all, I’d insisted he eat three
         meals a day. But after speaking with Mark, it was clear that forcing Dan to refrain
         from his compulsions would be torture for him. I’ll admit I caved, not only to delay
         his suffering but to delay mine as well.
      

      
       “Okay, you can wait until six o’clock, but no more negotiating.”

      
       “I can’t go into a restaurant,” he said.

      
       “That’s fine, honey,” I said. “Whatever and wherever works for you.”

      
       Our plan was to order takeout from one of his favorite Mexican restaurants, but that
         wouldn’t happen for hours. “I’ll get some work done in your room,” he said as we drove
         back to the motel. Once there, however, he went straight for his chair and wouldn’t
         budge. He just sat there, thin, exhausted, and anxious.
      

      
       It seemed like a good time to try to reason with him, and I embarked on a monologue.
         “You know, Mark and I were talking about how your reasoning related to eating is warped.
         You think you’re stopping bad things from happening by starving yourself, but really,
         you’re doing just the opposite. You’re hurting yourself tremendously, and that’s upsetting
         to those who love you. Eating isn’t selfish. You need to eat to survive. You can’t
         contribute to society, or function at all, unless you take care of yourself.”
      

      
       He seemed to be listening but didn’t respond.

      
       “You’re not as powerful as you might think,” I continued. “There’s no real connection
         between your behaviors and what happens in the world. As much as we all like to think
         we have this kind of control over the universe, we don’t. Not at all.”
      

      
       While I didn’t expect him to openly agree with me, I was hoping for some sort of
         acknowledgment. All I got was a glazed look. I know he heard me, but his OCD was too
         entrenched at that point for my words to matter. I doubted I could help him alone
         and sadly resigned myself to the likelihood we’d be heading home soon.
      

      

      

      “It’s almost six o’clock, Dan. Let’s get going.”

      
       By the look on his face you’d think I’d told him he was about to face a firing squad.
         We made our arduous way down to the car and drove to the restaurant.
      

      
       “Why don’t you come in and pick out what you want?” I suggested. All my anxiety had
         settled in my stomach, and I wondered how I would be able to eat.
      

      
       “I can’t go in, Mom,” he answered quietly. “Just pick something out for me. You know
         what I like. Anything will be fine.”
      

      
       “Okay, honey,” I said. “I’ll be out soon.”

      
       Within minutes, I was back in the car with two bags full of white Styrofoam containers.

      
       “Wow, that smells great,” he said, surprising both of us.

      
       “So we’ll take the food back to the motel like we talked about, okay?” I said.

      
       “Would you mind if we just ate in the car, Mom?”

      
         You can eat in the trunk if you want—as long as you eat. To him I said, “Sure, that’s fine.”
      

      
       “There’s a really pretty spot near campus where we can park the car,” he suggested.

      
       This would have been a lovely idea in any other situation, but I sensed he was stalling.
         “Okay, I’ll drive there but then you have to eat. We don’t want the food to get cold.”
      

      
       “I will. I’ll eat.”

      
       It was only a short drive to a side street where there was a magnificent view overlooking
         the bay. A few people were sitting on benches, eating and enjoying the beauty.
      

      
       “Want to get out?” I asked.

      
       “No thanks, I’d rather stay in the car,” he answered. He’d been doing a lot of touching
         and tapping since I got the food, and now it was worse.
      

      
       I divvied up the plastic silverware and handed him his food. He was shaking and couldn’t
         open his container.
      

      
       I pretended to be excited about my taco salad, hoping it would rub off on him. It
         didn’t work. His container remained closed. Looking at him, unable to eat, I desperately
         wanted to understand. What on earth happened to my son?
      

      
       “I know this is so hard for you,” I said, “but I’m going to have to make airline
         reservations for us to go home tomorrow.”
      

      
       “No, you don’t have to do that. I’ll eat later.”

      
       “No, Dan, there’s no more ‘later.’ You have to eat now. This is the time we agreed
         upon and you need to eat now, or we’ll have to go home.”
      

      
       I took a deep breath and started my monologue again. “You controlling your own actions,
         like eating, has no effect whatsoever on what happens in the world. You can’t cause
         bad things to happen by eating. In fact, as I said before, it’s just the opposite.”
      

      
       I knew I was already sounding like a broken record, but I was hoping that hearing
         this continually would somehow be helpful. Besides, I had no idea what else to do.
      

      
       Forty-five minutes later we were still sitting in the car. I’d been taking little
         bites of my food, but he still sat with the closed Styrofoam container on his lap.
         It was heart wrenching for me to see my son in this condition and not be able to help
         him.
      

      
       He finally spoke. “I want to be alone when I eat. I’m going to sit on a bench.”

      
       Of course my first thought was that he’d unload his food on the first dog that walked
         by, so I said, “Okay, but I need to be able to see you from here.”
      

      
       He took his food and got out of the car, walked slowly toward the imaginary firing
         squad, hesitated, and then sat by himself on a bench. Even though I could only see
         him from the back, I could tell he was shaking badly. He stayed there, hunched over,
         trying to get himself to eat, for almost an hour.
      

      
       I resigned myself that it just wasn’t going to happen, got out of the car and walked
         toward him. Motion caught my eye. His fork was going from his food to his mouth in
         a mechanical, rhythmic way. I stopped and watched. Yes, it was true. Dan was eating.
         He was still shaking and it looked as though he was on automatic pilot, as if he couldn’t
         think about or acknowledge what he was doing. But he was eating.
      

      
       Once he forced himself to take that first bite, each subsequent bite seemed to be
         a little easier. What a huge step. He did it!   Maybe it would be possible for him to get through the semester after all? I walked back to the car and waited for him to finish.
      

      
       “I’m so proud of you,” I gushed when he returned.

      
       He seemed dazed, as if he couldn’t believe what he’d just done. He got into the car
         and sat quietly for a minute before he spoke. “Boy that was really good. Guess I was
         kind of hungry.”
      

      
       Though he made me smile, there was a strange disconnect between the levity of his
         words and the magnitude of the situation. I wasn’t sure if he meant to be funny. Either
         way, it was okay. He’d eaten. I said, “I have no idea what you’re going through, but
         I know what you just did took a lot of courage and determination, and you should be
         very proud of yourself.”
      

      
       Who knew watching my son eat a burrito could overwhelm me with such pride?

      
       We decided to call Gary and fill him in on the good news. Turns out my husband had
         some news of his own. “Dan got into St. Joseph’s,” he said. “The letter came today.”
      

      
       St. Joseph’s Hospital has a world-renowned residential treatment program for OCD,
         and when I last visited Dan, he’d completed the extensive application, hoping to be
         admitted for the upcoming summer. That would be perfect for him, since he was determined
         not to miss any school. Not only did the program have a great reputation; it was also
         less than an hour’s drive from our home.
      

      
       “That’s great,” Dan said upon hearing the news. “Pretty impressive, huh? Do you think
         it was my essay or my recommendations that won them over?”
      

      
       Ah, that sense of humor warmed my heart. Though he really did have to submit an essay
         and recommendations, there had been no doubt he was a “qualified” candidate. But Dan’s
         admission came with one stipulation: he had to stop self-injuring immediately. We
         hadn’t yet spoken about his cutting, and now was the time to do that. “Do you think
         you’ll be able to stop cutting yourself?” I asked, as nonchalantly as anybody could
         sound asking a question like that.
      

      
       “Yeah, that won’t be a problem,” he said. I could tell he was ashamed, and my heart
         broke for him. After what he’d just gone through, I wanted to focus on the positive,
         so we talked some more about St. Joseph’s. What a relief to know he’d be spending
         the summer at this intensive program. Help was on the way!
      

      
       “Thanks for everything, Mom,” he said when I dropped him at his dorm. He gave me
         a hug.
      

      
       A wave of exhaustion came over me. It had been an emotionally draining day, but at
         least I was starting to feel we were moving, however slowly, in the right direction.
      

      

      

      For breakfast the next morning, Dan and I sat at a table in the beautiful courtyard
         of Carson’s campus. I had brought him some yogurt and a bagel. He was trying so hard,
         but he just couldn’t do it. We sat there for over an hour while he struggled to get
         that spoon into his mouth.
      

      
       This pattern would be repeated often over the next few weeks. I’d mistakenly thought
         because he’d been able to eat once, it would just get easier and easier for him. Instead,
         eating was a new ordeal each day.
      

      
       There were times when he was adamant about when he could eat. “I’ll eat at six o’clock;
         I’ll eat after my class; or I’ll eat at midnight,” he’d say. I often gave in to these
         demands. But when he’d announce, “I can’t eat today. I’ll eat tomorrow,” that’s when
         I got tough.
      

      
       “No, you have to eat today,” I’d say. “We’ll just sit here until you do.” Sometimes
         I’d embark on my monologue. At times we’d sit for hours. Though it was torturous and
         tedious, our goal of nourishing him daily was happening.
      

      
       “I thought eating would just get easier for him,” I said to Mark during one of our
         almost daily conversations. “I mean, he has eaten, and nothing bad has happened, so shouldn’t eating the next time be less difficult?
         It just doesn’t make sense to me.”
      

      
       “You’re exactly right there,” Mark said. “OCD doesn’t make sense. But think of it
         this way. There’s a constant battle going on between Dan and his OCD, and the OCD
         is extremely powerful. Sometimes Dan prevails, and he’s able to eat. Other times,
         the forces of his OCD are just too strong to overcome, and he’s not able to eat. That’s
         why his progress hasn’t been linear.”
      

      
       Mark was a godsend, my own private, patient consultant. “Since he’s been forcing
         himself to eat, his anxiety levels seem even higher than before.” I said. “Is that
         because he’s constantly going against his OCD?”
      

      
       “Absolutely. He’s way out of his comfort zone.”

      
       “No question about that,” I said with a sigh. “I don’t even think he has a comfort zone.”
      

      
       There were times when Dan was able to push himself and go to a restaurant with me
         and other times when he couldn’t put a morsel of food into his mouth. It was so helpful
         for me to remember Mark’s explanation regarding Dan versus his OCD. I came to realize
         that who won each battle wasn’t nearly as important as the fact that Dan kept fighting.
      

      

      

      After finally eating breakfast that Monday morning, Dan just made it to class on time,
         and I headed off to his dorm for my agreed-to visit. Taking deep breaths while I climbed
         the three flights of stairs, I wondered if his room would be as it was on my last
         trip, when I could barely open the door wide enough to get inside. Something must’ve fallen and blocked the door, I remembered thinking. I’d squeezed inside, looked around, and immediately felt
         dizzy at the sight of papers and artwork, sketchbooks, schoolwork, clothes, art supplies,
         paints, books, towels, and food, all completely covering the floor. I’d steadied myself
         by holding on to the doorknob and took a sweeping glance downward, which revealed
         an unplugged clip-on lamp, a bar of soap, some open toothpaste, shampoo, paper clips,
         pens, broken pencils, and money.
      

      
       As I’d stood there, ankle deep in the mess and overwhelmed, I realized there was
         something else buried under all the rubble: Dan’s mattress. His bed was nothing more
         than a frame with coils. Where, and how, has he been sleeping? I’d wondered. It was at that point, two months ago, when the severity of Dan’s illness
         began to reveal itself. My gut feeling back then was that we were on the brink of
         something huge, but beyond that I had no idea what was going on, or what to do about
         it.
      

      
       That day, it took ten hours and six loads of laundry to make his room habitable.
         In that time, I saw glimpses of how Dan had lost control over his life: unwashed cereal
         bowls, lots of change, and his credit card in the rubble. His coveted computer speakers,
         which he’d handled with loving care at home, had been thrown onto the floor next to
         his broken clock radio and a razor covered with shaving cream. A care package of brownies
         and cookies I’d baked for him weeks before, still wrapped in tinfoil, were squished
         underneath his bed frame. His prized animation and drawing books, some dirty, some
         with ripped covers, and some with broken bindings, were strewn about the floor.
      

      
       When he had refused to go to the counseling center on campus, we insisted he at least
         have a phone meeting with his therapist at home. The therapist told us Dan was fine;
         he just needed to keep his room clean. I knew Dan wasn’t fine, and for the first time
         Gary and I discussed forcing him to come home. But he was doing well in his classes
         and wanted to be at Carson, so I tried to convince myself that having a really messy
         room wasn’t that big a deal and certainly not a reason to leave college.
      

      
       Now here I was, poised to enter that same room again. I braced myself as I turned
         the doorknob and pushed. No resistance. Cautiously optimistic, I kept going. The door
         easily swung open, and my hopes were instantly shattered. It was as bad as last time,
         except his mattress wasn’t on the floor. Disheartened, I suppressed my emotions and
         focused on the job ahead of me.
      

      
       While I surveyed the room, trying to decide where to begin, it became clear this
         mess differed from the last. Countless pieces of torn paper lay on the floor, as if
         a ticker tape parade had just passed through. A credit card was broken in half, near
         a dollar bill ripped in two. It dawned on me that this tearing must be a compulsion.
         So much for suppressing my emotions. This concrete evidence of how difficult life
         had become for my son overwhelmed me, and the tears flowed.
      

      
       After regaining my composure, I began my search for the main thing I’d come looking
         for. I peered into the top drawer of his dresser, thinking this was a good place to
         start. Not only was his medication in there; the pill bottle was almost full as well.
         And there were loose pills scattered throughout the drawer, most broken in half.
      

      
       Dan had been so insistent he’d been taking his medication. Of course by now I’d had
         my doubts, but I was still shocked to see the full bottle. As I stood there trying
         to process this new information, something on the floor caught my eye. More broken
         pills, maybe thirty of them, were mixed in with the handmade confetti.
      

      
      
         
         
         
         Medication for OCD

         
         Along with cognitive-behavioral therapy, certain medications are considered a first-line
            approach for treating OCD. In some cases, medication may provide initial symptom relief
            that makes it easier to engage in psychotherapy.
         

         
          The most recent treatment guidelines suggest starting with a selective serotonin
            reuptake inhibitor (SSRI), such as fluoxetine (Prozac), paroxetine (Paxil), or sertraline
            (Zoloft).1   The tricyclic medication clomipramine (Anafranil) may also be used, although it
            tends to have more pronounced side effects than the SSRIs.2  
         

         
          Effective treatment with SSRIs generally requires relatively high doses. For example,
            the typical target dose for sertraline is two hundred milligrams a day, with doses
            as high as four hundred milligrams a day occasionally prescribed. In contrast, the
            usual sertraline dose for major depression is as low as fifty milligrams a day and
            generally not more than two hundred milligrams a day. A small dose is initially prescribed
            and is gradually increased.3  
         

         
          Once the person starts taking medication, it generally takes at least four to six
            weeks before he or she feels much better.4   For some, improvement isn’t felt until they’ve been on a medication for ten to
            twelve weeks. It is understandable, given how long it can take for medication to start
            working, that some patients choose to stop taking their medication—even more so in
            light of the significant side effects that can accompany these drugs. For example,
            the SSRIs have been associated with headaches, weight gain, insomnia, and difficulty
            achieving orgasm, among others.5   For these reasons it is important for patients who choose to take medication to
            work with a physician who is well versed in treating OCD and in managing issues that
            arise, such as uncomfortable side effects.
         

         
         ____________________
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      Anger surged in me. How could he lie to me like that? Just as quickly, I remembered Dan was dealing with forces larger than himself, and
         hope replaced the anger.
      

      
       I called Mark, even though I knew he was at work. “I know for sure now that Dan hasn’t
         been taking his medication! That’s why he’s doing so poorly.”
      

      
       “That’s very good news,” Mark said. “It’s what we’ve been suspecting all along. Just
         take the meds out of his room so you can be in charge of them yourself. Start with
         twenty milligrams and work your way up to sixty. And remember, it’s going to take
         a good week or two to notice any positive effects.”
      

      
       Buoyed by that conversation, I was ready to clean Dan’s room. Feeling like a pro,
         this time it only took a few hours to make it livable. But items I’d come across last
         time now stopped me in my tracks. Dan’s X-Acto knife and razor blades, always innocuous
         possessions, were now tangible reminders of my son’s illness and suffering. I kept
         repeating what Mark told me. It isn’t as terrible as it seems. Dan’s cutting isn’t nearly as big an issue as his
            obsessive-compulsive disorder.

      
       When Dan saw his cleaned room, he gave me a big hug. “Thanks so much, Mom. I really
         appreciate all your help.”
      

      
       Remembering Mark’s suggestion, I was ready. “I know you do, honey. And because this
         is such a tough time for you, I’ll be in charge of your pills for now.”
      

      
       “I really don’t want to take those, Mom,” he pleaded, pointing to the almost full
         bottle. “I’ve read a lot about the different meds, and I’m willing to take anything
         else.”
      

      
       “What’s the problem with this medication?” I said, confused.

      
       “I just don’t think it’s the one I should be taking,” he insisted.

      
       It was difficult to know if he was thinking rationally or if the OCD was controlling
         him. I agreed to contact a doctor at St. Joseph’s to discuss medication options and
         received a reply that Dan should continue taking the SSRI. The doctor felt it was
         the best drug for treating OCD, with fewer side effects than other choices.
      

      
       So, we had another struggle. This one was not as bad as with food, but occasionally
         Dan would say he couldn’t take the pill until midnight, or it would take hours for
         him to be able to put it in his mouth and swallow it. Other times, it wasn’t an issue.
         Dan versus OCD.
      

      

      

      “One of the most frustrating things for me is seeing how much time Dan spends doing
         nothing,” I said to Gary during one of our phone calls. “He sits for hours at a time
         until it’s okay for him to work, eat, or take a bath. He isn’t even able to use the
         shower.”
      

      
       Gary’s reply became our mantra over the next several weeks: “Thank goodness he’ll
         be going to St. Joseph’s soon.”
      

      
       Dan’s extremely high anxiety levels, coupled with the knowledge that he hadn’t been
         taking his medication, led me to call Dr. Wright, Dan’s longtime pediatrician. “I’m
         going to prescribe a mild tranquilizer for Dan,” Dr. Wright explained. “He can take
         it as needed. It’ll curb some of his intense anxiety right away and should help while
         we’re waiting for the SSRI to take effect.”
      

      
       I filled the prescription and drove Dan back to his dorm. He’d spent the evening
         in my room, doing nothing.
      

      
       “You seem really anxious, Mom,” he said as I pulled into his parking lot.

      
       “You think?” I said, surprised I could smile. I’d arrived in Bridgeville a few days
         ago to discover that my son hadn’t eaten in a week. We spent a night in the emergency
         room where I saw his arms covered with self-inflicted cuts. I sat with him for hours
         each day just to get him to eat and spent even more time than that watching him do
         nothing. He was thin and wan and was tapping, touching, and grimacing almost constantly.
         I had no idea what the future, even the next day, would bring. Yeah, I’d say I was
         a little stressed. But the last thing I wanted was for Dan to feel badly about it.
         He did, though; I could tell.
      

      
       “I think you need something to calm yourself down,” he teased.

      
       Now I’m someone who rarely takes any medication, even for a headache. But I’d barely
         slept since arriving at the motel, and I couldn’t seem to shake my anxiety.
      

      
       So that night, my son and I did drugs together for the first and only time. We split
         a tranquilizer and both got a good night’s sleep.
      

      

      

      A few days later, we were on our way to Dr. Vogel.

      
       “I don’t see the point in going to another doctor now,” Dan argued. “I’d rather just
         wait for St. Joseph’s.”
      

      
       “We both need all the help we can get,” I insisted. “Let’s just meet him. If you
         aren’t comfortable with him, we’ll find someone else. The receptionist raved about
         him and said people come from all over to see him. I bet he’s great.”
      

      
       I was trying to convince myself as well as Dan. Since his diagnosis, we’d come across
         some not-so-great doctors, most recently Dr. Snyder in the emergency room. We were
         due a good one.
      

      
       As we approached the street-level office and saw the list of staff names, Dan and
         I giggled. “No wonder the receptionist raved so much about him,” I whispered as we
         went inside. “She’s his wife!”
      

      
       The waiting area was empty, since it was after office hours. We were still smiling
         when Dr. Vogel, who’d stayed late just to meet with us, entered the room. I liked
         him immediately. He had a calm, gentle demeanor, and something about his caring face
         reminded me of Mark.
      

      
       “Why don’t you tell me whatever you want to tell me and then I’ll meet with Dan alone,”
         Dr. Vogel said, motioning for us to follow him. His office was warm and inviting,
         and we settled right in.
      

      
       “Okay,” I began, taking a deep breath. I could’ve talked for hours, but wanting to
         keep it short, I focused mainly on relaying the events of the past couple of weeks
         while Dan sat quietly, knee bouncing. I then left them alone.
      

      
       When they returned to the waiting area, Dr. Vogel said, “I could see Dan once, twice,
         or even three times a week when he comes back to school in the fall.”
      

      
       The tension in my neck dissipated. “That’s wonderful. Thank you.”

      
       “You’re welcome,” Dr. Vogel replied. “Dan has a sizable case of OCD, but I think
         I can help him. I’m also happy to hear he’ll be going to St. Joseph’s Hospital this
         summer. They have a world-renowned program, you know.”
      

      
       I nodded.

      
       “Please keep in touch and let me know how things are going while Dan is there,” he
         added.
      

      
       “I will,” I promised. Then the words, unplanned, just flowed. “You know, Dr. Vogel,
         the way your wife talked on the phone about you, with such love and admiration? Well,
         that’s how I feel about my son. He’s a great kid, and I appreciate all your efforts
         to help him.” I tried, unsuccessfully, to hold back my tears.
      

      
       “I understand,” Dr. Vogel said, touching my arm, and I could tell by the look in
         his eyes that he really did.
      

      
       Once outside I immediately said to Dan, “I’m sorry, honey, I didn’t mean to embarrass
         you.”
      

      
       “That’s okay,” he replied, looking right at me. “I understand too.”

      
      
   
      Chapter 4

      Going Home

      
         
         

         

         
         
         
         
      

      
      While our main goals were to get Dan through the semester successfully and keep him
         physically healthy (I had already given up on his mental health), there were also
         things that had to be done to prepare for the fall semester.
      

      
       There was a difference of opinion as to where he should live. He hated the food at
         school, though at this point that didn’t matter, since he wasn’t even able to enter
         the campus dining hall.
      

      
       “I really want to live off campus with some friends who’ve found a house,” he announced
         one day while he tapped his fingers on the wall.
      

      
       I was pleased he’d somewhat reconnected with friends after isolating himself so much,
         but his plan concerned me. He’d have to drive to school and was currently too anxious
         to get behind the wheel. He’d have to be responsible for all his meals, and goodness
         knows how that would work out. He’d be away from campus and disconnected socially.
         These were all negatives in my book.
      

      
       “Why not put your name on the waiting list for an on-campus apartment?” I suggested.
         He’d missed the deadline to apply for housing. “You’d be on campus, but you wouldn’t
         have to have a meal plan.”
      

      
       “I’ll be fine,” he insisted. “I really want to live off campus with Steve and Adam.”

      
       This was another case of my not knowing how much Dan’s OCD played a part in his reasoning,
         or lack thereof. I argued with him a bit, but it was half-hearted. The truth was,
         Dan came alive whenever he talked about living in this house. It made me so happy
         to see him so happy I probably would’ve agreed to let him live on the moon.
      

      
       The other big item on the agenda was registering online for sophomore classes, and
         this process evoked intense anxiety in Dan. He was shaking, touching and tapping,
         and chewing on the strings of his hooded sweatshirt as if they were gum. I also noticed
         some new facial twitches. I’m not sure if Dan’s OCD was dictating what courses he
         could take, or if it was the unspoken question causing so much anxiety: would he be
         well enough to take these classes?
      

      
       With the deadline fast approaching, and Dan obviously not able to handle it, we turned
         to his academic advisor, Dr. Moore, for help. Dr. Moore was incredibly patient with
         Dan as it took him forever to make decisions.
      

      
       “Throughout the school year, Dan, you’ve proven yourself to be a successful and motivated
         student, and I’ll help you any way I can,” she told him while they picked out courses
         together. But she was realistic as well. “Sophomore year is extremely difficult and
         intense, as the steepest learning curve occurs at this time. Now you’ve registered
         for five courses, which is a full course load. If you find that’s too much for you,
         you can drop an elective. What you can’t do, however, is drop any of your CA [computer
         animation] courses, of which there are three.”
      

      
       Dan nodded; he already knew this. The CA program at Carson is very intense and sequential,
         and all CA majors must successfully complete specific courses each semester to continue
         on. We had no way to know if Dan would be able to deal with the pressure.
      

      
       We planned for the future anyway. “I have an idea,” I said to Gary during our next
         phone call. “What if we moved to Bridgeville for the year?”
      

      
       “Wow,” Gary said. “That’s some idea. Are you serious?”

      
       “Well, I think it’s worth discussing,” I said. “We’ve talked about doing something
         different for a while now. You’re working from home, so we really can live anywhere.
         I’d have to leave my part-time job, but I’m willing to do that and we’ll be okay without
         my income.”
      

      
       “There’s so much involved,” he said.

      
       “I know. The biggest question is, would it be a good thing for Ava?” Our daughter
         Ava was graduating eighth grade and poised to attend the local public high school,
         though we weren’t convinced it would be a good fit for her. She was also passionate
         about swimming, and her current team was disbanding.
      

      
       “Well, as long as you’re there,” Gary said, “why don’t you look around at some schools
         and see what you think? No harm in doing that. We certainly don’t have to make any
         decisions right now.”
      

      
       “Okay, I will.”

      
       Though our conversation ended, the idea kept swirling around in my head. Is this
         something we could, or should, do? I wavered between “this could be great” and “this
         is crazy.” At the least, the thought was a diversion for me, something to relieve
         the stress I’d been dealing with since arriving in Bridgeville. When I wasn’t caring
         for Dan, I talked with people and researched schools.
      

      
       It seemed it was meant to be: I found a school and a competitive swim team that seemed
         perfect for Ava.
      

      
       “We’re just in the talking stages,” I said to Dan, “but we’re looking into the possibility
         of moving to Bridgeville for the upcoming school year.”
      

      
       “Really?” he said. “Ava and Lainey too?”

      
       “Well, Ava, of course, but not Lainey.” Our older daughter was on her own, working
         and living in the city.
      

      
       “I guess it’s okay, as long as you stay away from me,” Dan joked.

      
       “Not a problem.” That was the extent of our conversation, but at least the seeds
         had been planted, and the discussion could continue once we got home.
      

      

      

      Ever since Mark asked me if Dan understood how irrational his thinking had become,
         that question had hovered in my mind, waiting to be answered. I now felt reassured
         that, yes, Dan did realize how irrational his behavior was; he just couldn’t control
         it.
      

      
      
         
         
         
         The Irrationality of OCD

         
         It’s usually hard for people without OCD to understand how someone who seems mostly
            rational can also have such irrational fears and behaviors. Even the OCD sufferer
            will often feel frustrated with himself for not being able to dismiss senseless concerns.
            For example, an infectious disease specialist might know full well that she can’t
            get HIV from a toilet seat and yet may be deathly afraid of public bathrooms and the
            possibility of contracting AIDS. Or an avowed atheist might have obsessions about
            having “sold his soul to the devil.”
         

         
          The natural response from family members is to give reassurance: “You know you can’t
            get HIV from casual contact”; “You don’t even believe in the devil, so you couldn’t
            have sold your soul to him.” Family members can feel confused, saying things such
            as, “I don’t understand—he knows he didn’t touch that spot of blood so why is he worried about it?”
         

         
          I often tell people I work with clinically that “if it made sense, it wouldn’t be
            OCD.” OCD doesn’t operate according to the rules we normally use, and it doesn’t understand
            logic. We can deliver perfectly sound and reasonable arguments for why obsessions
            are unfounded and compulsions are futile, and OCD will not be the least bit moved.
            Why? Because OCD is satisfied by only one thing: certainty. And no matter how irrational
            the obsessive fear is or how cleverly we might reason against it, OCD can trump any
            logic with three words: are you sure? And the only rational answer is “no”—we can’t
            be 100 percent certain of anything, not even that the sun will rise tomorrow.
         

         
          The only way to beat OCD is to play a different game, one that isn’t about guaranteeing
            that nothing bad will happen. Beating OCD means getting better at living with life’s
            uncertainties, which is exactly what exposure and response prevention (ERP) is designed
            to do.
         

         

         
      

      
       Just the night before he was in my hotel room, talking about all the schoolwork he
         needed to do, yet he’d insisted he couldn’t work until midnight.
      

      
       “Why, Dan?” I asked.

      
       “I can’t explain it,” he said, “because it makes no sense. Don’t even try to reason
         with me.”
      

      
       Other times Dan would give me orders. “Make me go to a restaurant,” or “Make me go
         to the supermarket tomorrow,” he’d say. Both of these events elicited intense anxiety,
         but he pushed himself. He knew his OCD wasn’t logical and needed to be confronted.
         Neither of us realized it at the time, but Dan was instinctively engaging in exposure
         and response prevention therapy, the frontline treatment for OCD.
      

      
       These actions and snippets of conversation were a comfort to me. Somewhere among
         the obsessions, compulsions, anxieties, and cutting, there was sanity.
      

      
       Two and a half weeks after I stood with my son at the bottom of the staircase, we
         were on our way home. Though still a very sick young man, he’d made a lot of progress.
         He successfully completed all his courses and maintained his academic scholarship.
         He registered for sophomore year, connected with a therapist with whom he felt comfortable,
         and was taking his medication. Eating was still difficult, but he was doing it.
      

      
       And most importantly he wanted help, which was only a month away at St. Joseph’s
         Hospital.
      

      
       On the plane ride home I tried to envision the upcoming month. Mark warned me the
         transition would be difficult, and the lack of structure awaiting Dan could make things
         even worse. He needed a schedule, and aside from an upcoming weekend trip to the city
         with extended family, we had nothing planned. Still, I was pleased to move on to this
         next chapter, as it meant we were that much closer to his starting treatment.
      

      
      “Glad to be home?” I asked, once we’d unpacked.

      
      “Yeah, it’s great to be home with the cats,” he said, and then chuckled when he realized
         he hadn’t mentioned his dad or sister. “But I would’ve preferred to have gone directly
         to St. Joseph’s.”
      

      
       I understood what he was saying. To Dan, home was just a holding tank, a stop on
         the way to getting help. Unfortunately he’d brought his OCD home with him, which went
         directly against my fantasy of him leaving it behind at Carson.
      

      
       I tried to create structure for him, but it wasn’t easy. I was working a few days
         a week, and on those days he was really on his own.
      

      
       “So what did you do today?” I asked him one day.

      
       “Some sketching, and then I was on the computer for a while,” he said. “And I did
         all those chores you asked me to do.”
      

      
       That was a good day.

      
       But as the days went by, there were fewer good days and more not-so-good days. The
         not-so-good days consisted of Dan being tied to the clock for all activities of daily
         living: eating, showering, dressing, going outside, and coming inside. At times, he’d
         lie on the floor for hours.
      

      
       “There’s just no rhyme or reason to his behavior,” Gary said to me. “I mean, he went
         golfing with me the other day, and today he can’t get off the floor.”
      

      
       “I think there’s a lot of rhyme,” I said, “just no reason. He’s totally controlled
         by his OCD. Sure, he golfed with you. But the outing had to be thought out and planned.
         You told me he couldn’t walk into the snack shack on the course, remember? His OCD
         is calling all the shots.”
      

      
       The hard-earned progress Dan had made during those last weeks of school dissipated.
         “The last few days you’ve only eaten peanut butter sandwiches, at midnight,” I said.
         “How about trying to push through the OCD like you did at Carson?”
      

      
       “I’m totally exhausted from fighting, Mom. It’s so hard, and I really need a break.
         I’ll just wait for St. Joseph’s.” He sounded as weary as an old man.
      

      
       It occurred to me his lack of motivation right now was directly related to the absence
         of consequences for not fighting his OCD. At school, he fought his OCD because if
         he hadn’t, he would’ve been forced to leave the school he loved. What was his motivation
         now? There was none.
      

      
      
         
         
         
         Motivation for OCD Treatment

         
         One of the most crucial factors in recovery from OCD is the motivation to do the necessary
            work. When someone with OCD comes to treatment, the motivational stance should be
            assumed to be ambivalent. On the one hand, the individuals almost certainly recognize
            that OCD is destroying their lives and on some level know the exaggerated fears and
            the rituals don’t make any sense. On the other hand, OCD is persistent and persuasive,
            and is virtually impossible to ignore.
         

         
          What leads to the motivation to change? As the saying goes, we’re driven to change
            when the pain of staying the same is greater than the pain of changing. Therefore,
            motivation to do OCD treatment should be high when holding on to the OCD hurts more
            than getting rid of it. In the early stages of OCD it’s common for a person to think
            that OCD is an ally—that the excessive concerns are in fact helping the person to
            stay safe, prevent harm, and so forth. As the condition progresses and more and more
            is given up for OCD, it’s easier to see how OCD is life stealing, not life giving.
            This recognition alone can increase a person’s motivation for treatment.
         

         
          Does it matter where the motivation comes from? For example, does it make a difference
            if people come to treatment because they want to reclaim their lives versus coming
            to treatment because their parents are making them? As an OCD therapist I’ve worked
            with individuals under both conditions, and treatment outcomes tend to be better when
            the person is internally motivated to do the work. It shouldn’t be surprising that
            being “sentenced” to treatment is usually less effective than when a person chooses
            to seek treatment. Research studies have backed up these observations.1  
         

         
          At the same time, there are ways to encourage people to seek treatment that can tap
            into their intrinsic motivation, particularly by explicitly connecting OCD recovery
            with things the person values. For example, a parent can point out in a very straightforward
            and nonpunitive way that a teenager is not well enough to participate in certain activities
            until the OCD is dealt with.
         

         
          It’s hard to make progress when people flatly state that they are not willing to
            change their OCD behavior.
         

         
         ____________________

         
         1. Christopher M. Spofford, “The Role of Motivation to Change in the Treatment of
               Obsessive-Compulsive Disorder” (PhD diss., Graduate School of the University of Massachusetts
               Amherst, 2009), Open Access Dissertations (Paper 132).   

         
         

         
      

      
       Despite Dan’s lack of motivation, his spirits were good, and this made sense to me.
         Surrendering to his OCD meant lower stress levels for now. He was an obedient slave,
         doing whatever it was OCD commanded.
      

      
       Gary and I had no idea how to help him, and our lack of knowledge was evident in
         our behavior. As his parents, we instinctively wanted to keep his anxiety levels down,
         but as we later learned, following your instincts when it comes to OCD is rarely a
         good idea. One night, when Gary repeatedly reported the basketball game’s score to
         Dan because Dan couldn’t bring himself to watch television, it finally hit me: we
         were enabling our son, hurting him instead of helping.
      

      
       “You want to know the score, Dan?” I shouted into the other room. “Then come watch
         the game.” This was my first attempt to willingly not accommodate him. I say “willingly”
         because it was often hard to know what was OCD related and what wasn’t. When Dan insisted
         on doing errands at 1:00 p.m. instead of 11:00 a.m., for instance, was it really because
         he was so busy, or was his OCD calling the shots?
      

      
      
         
         
         
         Enabling OCD

         
         At some point almost every family member of an OCD sufferer realizes, “I’ve been feeding
            the OCD!” We do it unwittingly and with the best of intentions, of course. What loving
            family member wants to withhold reassurance from a scared child? And what good parent
            would not go to great lengths to make his or her child more comfortable?
         

         
          Enabling in OCD comes in many forms. Providing reassurance is one of the most common—for
            example, a person with fear of germs might repeatedly ask whether she can get sick
            from touching certain things. Every time a family member says, “No, it’s okay, you’re
            not going to get sick,” the OCD feels at least a little relief. That sense of relief
            then leads the person to continue to ask for reassurance in the future, and keeps
            the OCD going.1  
         

         
          Other kinds of OCD enabling can involve “OCD by proxy,”2   that is, “doing OCD” for the individuals. Family members might remove their “contaminated”
            clothes at the door to prevent the OCD sufferers from feeling distressed. Similarly
            parents might do their children’s laundry because it’s “too upsetting” for them to
            do the laundry, it “takes forever,” and they are out of clean clothes.
         

         
          These kinds of enabling behaviors not only reinforce the cycle of OCD but also, perhaps
            more perniciously, can decrease motivation for treatment.3   As noted above, change is more likely when the pain of staying the same is great.
            By providing reassurance and doing OCD for the person, the pain of staying the same
            is minimized. The discomfort of having OCD is distributed across the entire family,
            and the person with OCD thus does not feel its full effect. In this situation it actually
            makes sense that the person not seek treatment, because treatment is likely to be harder than
            the status quo.
         

         
          When family members learn how to stop enabling, with sensitivity, they can play an
            invaluable role in their loved one’s recovery from OCD. Although it’s hard to do things
            that temporarily increase a child’s, parent’s, sibling’s, or spouse’s distress, in
            the long run it can be the most loving thing a family member can do.
         

         
         
         
         ____________________

         
         1. Gillihan et al., “Common Pitfalls,” 255–56. 

         
         2. Ibid., 256.   

         
         3. Ibid., 256.   

         
         

         
      

      
       The following weekend was our trip to the city and was meant to be a wonderful celebration
         of both my parents’ birthdays, especially meaningful because my father seemed to be
         recovering well from surgery for esophageal cancer.
      

      
       “I think I’ll stay home,” Dan said.

      
       “No, that’s not an option,” I said. “We’re all going.” Dan had always loved spending
         time with his grandparents, but now he was too drained and anxious to enjoy anything.
      

      
       To break up the long drive we stopped at a shopping mall, and everyone scurried out
         of our van, except for Dan.
      

      
       “I’m fine,” he said. “I’ll just wait in the car.”

      
       It was obvious to us all that he couldn’t get out of the car, but I tried to make light of the situation. I also walled off
         my own emotions, a trick that had served me well in Bridgeville. Still, we couldn’t
         ignore Dan’s condition. “This is the worst I’ve seen him physically,” Gary said. “All
         those facial contortions, and some whole-body ones as well. It’s actually frightening.”
      

      
       He wasn’t the only one who noticed these disturbing changes. My father took me aside
         and asked what was going on. While we’d told Dan’s grandparents he had obsessive-compulsive
         disorder, we’d given them as few details as possible. There wasn’t much to tell them;
         we had little understanding of it ourselves.
      

      
       “It’s all OCD related, Dad,” I said. “He’ll be going to St. Joseph’s soon. They’ll
         help him.”
      

      
       The next night we gathered in our hotel room to play some cards. “Dan, you’re all
         scratched up. What happened to you?” My mother asked this as she pointed to his arm.
      

      
       “Oh, the cats scratched me,” Dan said, not missing a beat. I made a mental note of
         what a convincing liar OCD could be.
      

      
       St. Joseph’s couldn’t come fast enough.

      

      

      Carol Lucas, the program manager at St. Joseph’s Hospital, suggested we come to the
         OCD clinic to familiarize ourselves with it before Dan actually arrived, so the next
         week Gary, Dan, and I took the forty-five-minute drive from our home to St. Joseph’s.
         We were quiet during the car ride; I was thinking I never imagined myself going to
         tour the mental institution my son would be attending. What parent does?
      

      
       We drove up the hill leading to the hospital, and as soon as those old state-hospital
         buildings appeared, my heart sank and I felt sick to my stomach. I imagined the olden
         days, with patients in johnnies clutching the jail-like bars that covered the windows.
         I could practically hear them screaming to get out. Forcing myself back to the present
         I saw, while the bars had been removed, nothing else had changed.
      

      
       We parked the car and silently walked to the three-story red-brick building that
         housed the OCD clinic. Dan stood for a minute, staring at it. I hope he doesn’t change his mind, I thought as I waited for him to speak.
      

      
       “Great architecture!” he exclaimed, and proceeded to point out the Tudor style of
         this late nineteenth-century structure. Thank goodness for my artistic son. The three
         of us entered the clinic, and I felt my shoulders relax. What a pleasant surprise!
         Though much smaller than I’d imagined, it had obviously been renovated recently and
         was light and airy, the complete opposite of the outside.
      

      
       Dan didn’t say anything but was taking it all in. We’d entered the common room complete
         with televisions and computers, where patients, or clients as they are known, gathered.
         We walked through this room and down a corridor, which had a big sign-in board on
         the wall to keep track of the clients who were allowed to leave the premises. I counted
         twelve double rooms off the corridor. At the very end of the hall were the kitchen
         and a dining room with a table large enough to seat all twenty-four clients. The whole
         clinic was housed on the first floor.
      

      
       Aside from the nurse’s station in the middle of the corridor, it looked like a small
         college dormitory. Another difference, though, was that the bathrooms were always
         locked. Since so many people with OCD have issues with germs and cleanliness, this
         proved a necessity. Dan seemed unfazed by the realization he’d need to ask someone
         to unlock the bathroom whenever he needed one.
      

      
       Carol Lucas’s office was at the end of the hall, and though we’d spoken on the phone
         many times, this was our first meeting. She was upbeat and personable, and after we
         chatted, she spoke with Dan privately for a few minutes while Gary and I walked outside.
         Like the inside, the premises could’ve easily been mistaken for a college. “I hope
         this place is as great as everyone says it is,” I said.
      

      
       “I’m sure it is,” Gary said. “Why wouldn’t it be? It’s a great setup, and they obviously
         know their stuff. We’re lucky to have such a world-renowned clinic so close to us.”
      

      
       “I guess you’re right. This is where he needs to be.” I was trying to convince myself,
         but I was feeling unsettled.
      

      
       “Dan and I had a nice conversation,” Carol said when we reunited a few minutes later.
         “I’ll see you all again in a couple of weeks.” She spoke with an air of excitement,
         as if Dan would be coming to summer camp.
      

      
       And that’s just how he felt. “I think it’ll be great,” he said on our way home. “I
         just wish I didn’t have to wait two more weeks.”
      

      
       It turned out Dan had to wait even longer than that. A few days after our meeting
         we got a call from Carol. “I hate to have to do this to you. I know Dan is so ready
         to be here, but we’re going to have to move his admission back a week, to the beginning
         of June. We just won’t have a bed open until then.”
      

      
       “It’s only seven extra days,” Gary said. He was trying to bolster my spirits.

      
       “I know,” I said, “but when you’ve been counting the days, and anticipating help
         for so long, a week can seem like a year.”
      

      
       Dan took the news better than I did and was able to look at one positive aspect.
         “Well, at least now I’ll be home for my nineteenth birthday.”
      

      
       I did have one concern I voiced to Carol. “I’m worried this delay might mean he won’t
         be well enough to return to school.”
      

      
       “Even with Dan’s formidable case of OCD,” she said confidently, “that shouldn’t be
         an issue.”
      

      
       Dan spent a good part of the next two and a half weeks lying on the floor; we were
         all relieved when moving day finally arrived. Around midmorning, Gary, Dan, and I
         pulled into St. Joseph’s, and once again, those old state-hospital buildings loomed
         large. While we carried his stuff into the clinic, it was easy for me to slip into
         denial and imagine we were dropping him off at college. The procedure was the same,
         including setting up his room and meeting Dan’s roommate.
      

      
       “Hi, I’m Ryan,” he said, extending his hand. They looked around the same age, and
         I found myself trying to figure out Ryan’s OCD. He’d shaken hands with Dan, so he
         probably wasn’t afraid of germs. His side of the room was neat, but not too neat,
         so that didn’t seem to be an issue. He was friendly and composed, not what you’d expect
         from someone in intensive treatment for an anxiety disorder. As a matter of fact,
         most of the clients walking around appeared as “normal” as Ryan. There were some,
         however, whose anguish was apparent, either by the looks on their faces or by their
         obvious rituals.
      

      
       I left Dan and Gary and went to retrieve a few things that were left in the car.
         On my way out I walked through the common area and noticed some therapists working
         individually with clients. One pair sat at a small table with a pile of coins between
         them.
      

      
       “Okay, Missy, I know you can hold this quarter in your hand.”

      
       “No, no, I can’t,” Missy replied adamantly, shaking her head and looking panic stricken.

      
       “Remember yesterday you were able to touch a nickel, and the day before that you
         touched a dime?” the therapist said.
      

      
         What a strange disorder this OCD is, I thought as I walked past.
      

      
       I got Dan’s things and on the way back in walked past the big sign-in board we’d
         seen on our first visit to the clinic. This time I stopped and examined it closely.
         There were about ten first names listed, and when anyone on the list left the campus,
         they had to sign out and then sign back in when they returned. Just seeing this board
         boosted my spirits. Dan would eventually be able to come and go as he pleased during
         his free time. It’s not as if he’s being locked up in a mental hospital, I told myself; he’s just visiting.

      
       “Thanks, Mom,” Dan said when I returned to his room with the rest of his stuff. I
         looked at my son; intense anxiety was etched on his face. He’d been through so much
         already, with a lot more to come. Even though he wanted to be at St. Joseph’s, it
         was still terrifying for him. He knew he’d be asked to face his worst fears as part
         of his therapy to get well.
      

      
       There was no way I could truly understand how he felt. Still, I imagined myself in
         a situation that would provoke intense anxiety: I’m on my way home, cruising down
         an almost deserted highway and singing along to the radio. Out of nowhere, a massive
         eighteen-wheeler appears. It’s traveling at high speed in the wrong direction and
         is heading right toward me. I swerve, narrowly avoid a collision, and end up spun
         around on the side of the road as the truck barrels by me. I thought about how I’d
         feel: pounding heart, rapid breathing, sweating, and thinking I might die. I knew
         Dan would feel this way, over and over again, as he battled his obsessive-compulsive
         disorder. But I couldn’t dwell on that now; there were too many other things to do.
      

      
       The next task on our agenda involved going to the billing department. Gary was still
         setting up some electronics in Dan’s room, so Dan and I walked over to the office,
         which was located in St. Joseph’s main hospital building.
      

      
       What struck me immediately when we entered was how eerily quiet and deserted it was.
         Usually when you walk into any hospital, the hallways are bustling with doctors, nurses,
         staff, and visitors. Dan noticed it too. “Where is everybody? It’s empty.”
      

      
       “I know,” I said. I wondered about the silence. Were the inpatients all locked up
         and drugged? Where were the doctors? I was glad this wasn’t where we’d be leaving
         Dan; I didn’t think I could have done that. We found our way to the bursar’s office,
         filled out paperwork, and went back to the OCD clinic, which in comparison was bright
         and full of life.
      

      
       “Time to meet with the social worker,” Gary said. “Her office is on the third floor.”

      
       The three of us decided to walk instead of taking the elevator. On the door that
         entered the second floor, I noticed two signs: “Doors Always Locked” and “Authorized
         Personnel Only.” It was troubling to know this floor was directly above the OCD clinic,
         even though I knew nothing about the patients past those intimidating signs—just one
         more thing to try to put out of my mind.
      

      
       We continued on to the third floor, where there were administrative offices and no
         unsettling signs. The social worker waited for us in the hallway. “You must be the
         Singers. I’m Sharon Walsh. Please come in.” She gestured toward her office. She appeared
         to be in her midfifties, petite, with shoulder-length blond hair. She told us she’d
         been working at St. Joseph’s for “many years.”
      

      
       “I’ll be the liaison between you and the rest of the staff at St. Joseph’s,” she
         said, addressing Gary and me. “You can always contact me with any questions or concerns
         you might have.”
      

      
       We sat and listened as she talked. Her speech was automatic, no doubt from saying
         these exact words to many families over the years. Just the names were changed. “Dan’s
         psychiatrist is Dr. Parker, and he’ll prescribe his medication. His clinical psychologist
         is Dr. Scott Stone. Together Scott and Dan will develop a program that should help
         Dan conquer his OCD.”
      

      
       I was feeling overwhelmed, and as I struggled to remember all the names and information,
         Sharon turned to Dan.
      

      
       “You’ll attend group sessions as well as individual sessions daily,” she said. “The
         program will be extremely anxiety provoking at first, as you fight your demons head
         on. I’m sure you must’ve discussed this, at least a little, with Carol Lucas.”
      

      
       Dan nodded. He looked dazed. If I was feeling stressed and confused, I couldn’t even
         imagine what was going through his mind. One thing was for sure. As advertised, it
         appeared to be a well-run, intensive program.
      

      
       “What can Gary and I do to help Dan now?” I asked Sharon when she came up for air.

      
       “Give yourselves a break.” She smiled. “Let us worry about him for a change.”

      
       Considering what our family had been through the last few months, it was tempting
         to take her advice. Dan was at one of the finest institutions in the world. We could
         relax a little—but not just yet.
      

      
       “I’m concerned about Dan’s health,” I said. “He’s a good twenty-five pounds below
         his normal weight, and if his eating isn’t supervised, he’ll lose even more. You can
         see how thin he is.” I knew I might be embarrassing Dan, but it was too important
         an issue to ignore.
      

      
       Dan seemed disinterested in the whole conversation. “Don’t worry,” Sharon assured
         me. “The staff will work with Dan at mealtimes, and his weight will be monitored regularly.”
         Her comment should have comforted me, but because it sounded as automatic as her introductory
         speech, it didn’t.
      

      
       “Just a couple more things before I let you go,” Sharon said. “One of the most common
         issues that arise here is that clients call their families too often, usually to complain
         or to ask to go home.”
      

      
       “I don’t see that being a problem,” I said. “Do you, Dan?” I looked over at him.

      
       “No,” he said. I could tell he was even more anxious than before.

      
       “Dan’s OCD prevents him from using his cell phone,” I told Sharon, “and I know the
         two phones in the hallway only accept incoming calls. Also, he rarely complains, and
         he is so ready to be here, I just can’t imagine him asking to come home.”
      

      
       “Okay then,” Sharon said, “let’s talk about visiting. Because you live less than
         an hour away, you have the option of coming here for weekly meetings with me and Dan.”
      

      
       Of course we agreed to that. Tuesday would be our designated meeting day.

      
       “And you can also visit Dan on weekends, as long as there aren’t any conflicts with
         his therapy,” Sharon added as our meeting ended.
      

      
       We left her office and saw a young woman, obviously distressed, walking down the
         corridor. She stopped to knock lightly on each door she passed, not waiting or even
         expecting anyone to answer. Our eyes met knowingly, and she gave me a shy smile.
      

      
       “There’s nothing left for us to do,” Gary said when we got back to Dan’s room. “I
         guess we should go.”
      

      
       “Good luck, honey, I love you,” I muttered, and then hugged my son. “You’re finally
         here.” I didn’t know what else to say.
      

      
       Dan nodded. “Yeah, I’m here.” His words were filled with dread. “I’m really tired.
         I think I’ll take a nap. See you next week.”
      

      
       As Gary and I were leaving, a counselor headed toward Dan’s room.

      
       “I’m going to get him started in one of the group therapy sessions,” she said.

      
       My eyes welled with tears at the realization that my son’s torturous fight against
         OCD was beginning. I wished he didn’t have such a difficult struggle ahead of him.
         “I’m so proud of Dan,” I said as we got into the car.
      

      
       “I know, me too,” Gary said softly.

      
       Emotionally drained, we drove home in silence.

      
      
   
      Chapter 5

      ERP to the Rescue

      
         
         

         

         
         
         
         
      

      
      We didn’t hear from Dan at all that first week. When I couldn’t hold back any longer,
         I gave Sharon a call.
      

      
       “Dan is settling in well, and he and Scott have really clicked,” she said. “I knew
         they’d work well together. They have similar temperaments.” Some of the stress of
         the last few months finally started to dissipate, and once again, I was thankful Dan
         was getting the help he needed.
      

      
       Tuesday arrived quickly, and it was time for our first family meeting.

      
       I was so excited to see my son I barely noticed the state-hospital buildings that
         had previously looked so daunting. Gary and I climbed the stairs to Sharon’s office,
         past the dreaded second floor. Dan hadn’t arrived yet, so we chatted with Sharon.
         By all accounts, he was adjusting well and already working intensely with Dr. Stone.
      

      
       A few minutes later, he came in. I’m not sure what I was expecting but definitely
         not what I saw. He’d lost more weight. His jawbone was protruding, he had black circles
         under his eyes, and his anxiety was palpable.
      

      
       “Hey Dan,” I said. I embraced him and it was like hugging a skeleton. Though I smiled
         and tried to appear relaxed, I’m not sure I pulled it off; I was shocked at how he
         looked.
      

      
       “Why don’t you tell your parents a little bit about what you’ve been doing?” Sharon
         said.
      

      
       Dan shrugged. Sharon urged him to talk, but he was unusually quiet. So she did all
         the talking. He spoke a few words here and there but overall was subdued.
      

      
         Questions bombarded my mind. How could he have lost more weight? Why was he so
         uncommunicative? Was it medication related? How come he had big black circles under
         his eyes? Was he sleeping at all?
      

      
       It was difficult, but I tried to attend to Sharon. “I’m surprised you didn’t talk
         to your family at all during the week, Dan,” she said.
      

      
         Why? I thought. We told you he couldn’t use his cell phone. I couldn’t keep quiet. “I’m wondering why Dan has lost more weight.”
      

      
       “Oh, do you think he has?” Sharon said. “He looks about the same to me.”

      
       I knew every inch of my son’s chiseled face. He had lost more weight. “Has he been
         weighed since he arrived last week?” I asked.
      

      
       “Well, let’s see,” Sharon said while she thumbed through his records. “He was weighed
         when he arrived, but it looks as if that’s it. Let’s go down the hall and he can step
         on the scale.” The four of us gathered around the scale, which revealed a weight loss
         of six pounds in one week.
      

      
       “Okay, we’re going to put a plan into action where Dan will eat five times a day,
         supervised, until he’s full,” Sharon said. “Additionally, he’ll be given high-calorie
         milkshakes several times daily.”
      

      
       Why wasn’t this plan introduced immediately upon Dan’s arrival? His issues with food
         were well documented on his application. I’d also made a point of addressing the problem
         when he arrived at the hospital.
      

      
       When I asked Sharon, she said, “We didn’t realize how bad the situation was.”

      
         But I told you. Maybe she thought I’d been exaggerating?
      

      
       “Let’s talk about communicating with your parents,” Sharon said when we settled back
         into her office. “What do you think about your mom and dad calling you a couple of
         times a week on the hall phone, to chat?”
      

      
       “That’s fine,” Dan said. He didn’t seem to care one way or the other.

      
       It sounded good to me. The more contact the better.

      
       Though we spent an hour with Dan, I felt less connected than ever; we barely communicated.
         And while we knew he’d feel worse before getting better, it was still tough to see.
         It was hard leaving him in this condition. “I’m wondering how his medication is affecting
         him,” Gary said as we walked to the car. Dan had told us he was now taking eighty
         milligrams of his SSRI daily.
      

      
       My reprieve from worrying was over. “You know, if I hadn’t brought up his weight,
         nobody would’ve even realized he wasn’t eating.”
      

      
       We saw Dan several more times over the next couple of weeks: We took him out for
         lunch, and he and Gary even played golf once. We talked on the hall phone but not
         as much as originally planned. And, of course, there were our Tuesday family meetings,
         where I’d put Dan under my mental microscope: He was gaining weight and, more importantly,
         was becoming more comfortable eating. Some of his rituals, such as having to tap and
         touch, were noticeably reduced. But he was always on “high alert”: nervous, jittery,
         and anxious. His hands were shaky, and he still had those same dark circles under
         his eyes. He was now taking a benzodiazepine in addition to the selective serotonin
         reuptake inhibitor (SSRI). We were told little about his therapy.
      

      
       During one of our infrequent phone calls, Dan was unusually talkative. “I’m feeling
         terrible, but that’s good,” he said. He knew his heightened anxiety was an important
         part of his exposure and response prevention (ERP) therapy. “I’m making progress and
         learning lots of useful skills. My therapist, Scott, is amazing, and we’ve really
         connected. He’s the best. And I’m comfortable here, too.”
      

      
       “That’s great, honey,” I said. What a relief to hear how pleased he was with the
         program. Even with all his anxiety, his spirits were good.
      

      
      
         
         
         
         What Is ERP?

         
         Exposure and response prevention, or ERP, is the psychological treatment of choice
            for OCD. As the name suggests, there are two main parts that make up the treatment.
            First, “exposure” simply means approaching the things a person with OCD has been avoiding.
            For example, someone with OCD fears about stabbing a family member may begin to use
            knives again. The response prevention (or “ritual prevention”) part of ERP means stopping
            the compulsions.1  
         

         
          Through repeated practice of exposure and response prevention, the thoughts and situations
            that trigger obsessions become less upsetting. Also, individuals with OCD learn that
            their distress in exposure situations goes down over time even if they don’t give
            in to the urge to do compulsions. Research studies have shown that both exposure and
            response prevention are needed for the treatment to work well.2  
         

         
          Treatment starts with a thorough psychological evaluation, including identifying
            the person’s main obsessions and compulsions. In the first two treatment sessions,
            the therapist works with the OCD sufferer to develop a customized plan for how to
            tackle the person’s OCD. The plan includes building a list of exposure exercises and
            gauging how difficult each one will be.
         

         
          Exposure exercises generally begin in the third session and are done gradually, starting
            with things that the OCD sufferer can do now with some discomfort and working up systematically
            to things that are more challenging.3   This approach is a lot like climbing a ladder: we start at the bottom, right where
            the person is. The initial exposure exercises are completed in session with the therapist
            and then are repeated as homework between sessions.4   Response prevention also begins at the third session.
         

         
          Sessions are often ninety minutes long to provide adequate time to practice exposures,
            but sometimes can be shorter. A typical course of outpatient ERP is around fifteen
            sessions—most often weekly, although sessions can be as frequent as five to six times
            per week in intensive treatment.
         

         
         ____________________
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       During our next visit, he took me for a walk around a pond near the hospital. It
         was a wooded setting on a beautiful summer day, and I felt peaceful and full of hope
         for Dan. He was quiet and pensive for most of our walk, but when we were almost back
         to the hospital he said, “I’m very lucky I only have OCD. There are so many people
         here who are worse off than I am. Sometimes I hear yelling and banging coming from
         the second floor.”
      

      
       I was so proud of my son. He was able to put his own illness in perspective, something
         I wasn’t sure I could’ve done if I were in his shoes. “You’re amazing, Dan. Even though
         you’re suffering, you realize how fortunate you are.”
      

      
       He gave Gary and me a tour of the campus as if showing us his home. He pointed out
         each clinic, telling us whom it housed. Nestled among the large state-hospital buildings
         was a smaller structure, possibly some kind of storage facility. As we walked by it,
         he said, “That’s the claustrophobia clinic. I hear it’s overcrowded.” Warmth came
         over me as I looked up and saw him smile. He still had his sense of humor, and that
         made everything okay.
      

      
       While we knew nearly nothing about his therapy, whatever they were doing at St. Joseph’s
         was working. On several occasions Gary and I witnessed Dan doing things that had previously
         been too difficult for him, such as going into a store and making a purchase. With
         each success, Dan announced, “Scott would be so proud of me.” I wasn’t sure why, but
         this comment always made me uneasy.
      

      

      

      Gary and I continued to discuss the pros and cons of relocating to Bridgeville for
         a year. “Unless there are some major objections from the kids, I think we should go
         for it,” I said.
      

      
       Gary agreed, adding, “It feels right.”

      
       We talked with Ava about the possible move, since she would be most affected. “There’s
         a really neat high school in Bridgeville, and a great swim team as well,” I said.
         “You should see those pools!”
      

      
       “Let me think about it,” she said. Five minutes later she was onboard. It would be
         an adventure.
      

      
       “Now listen,” I said. “Don’t say anything to anybody yet. We haven’t even told Lainey.”

      
       “Okay, I won’t—.”

      
       The phone rang. “So were you ever planning on telling me you’re moving to Bridgeville?”
         It was Lainey, upset.
      

      
       I was dumbfounded. “Honey, how could you possibly know that? We literally just made
         the decision.”
      

      
       “Ava posted it on Facebook.”

      
       Clearly, there had been a breach in our “security system,” and thanks to modern technology,
         millions of people now knew our plans. “I’m sorry you had to find out that way, honey.
         Honestly, Dad and I were just going to call you.”
      

      
       “That’s okay,” Lainey said. She was calming down. “Can I live in the house while
         you’re gone?”
      

      
       Living at home would save Lainey a lot of money, even though she’d have almost an
         hour commute to work. She could also take care of our two cats. We agreed to let her
         house-sit for the year, even though financially it would be a strain not to rent out
         our home.
      

      
       I called one of the hall phones at St. Joseph’s and was able to track down Dan to
         tell him our plans. “How do you feel about it, honey?” I asked.
      

      
       “It doesn’t matter to me one way or the other.” As was often the case, he sounded
         preoccupied. Goodness knows he was dealing with lots of thoughts. I believe it really
         didn’t matter to him, that he was just trying to get through each day.
      

      
       Soon after our decision was made, Gary, Ava, and I took a whirlwind trip to Bridgeville.
         In three days we rented a condo, had a tour and interview at Ava’s prospective school,
         and met with her future swim coaches. Though I was still worried about Dan, I was
         feeling optimistic since he was working so hard to get well.
      

      
         On our way home from the airport, we stopped at St. Joseph’s and took him out to
         dinner. Though his anxiety levels were still quite high, he was obviously more comfortable
         eating. He always hesitated before taking that first bite but then seemed to enjoy
         his meal. After the eating struggles we’d been through at Carson, this was a pleasure
         to see.
      

      
       He was chattier than usual at dinner. “You know, some clients who’ve been at St.
         Joseph’s for a while go home on weekends.”
      

      
       “Is that something you’d like to do, honey?” I asked.

      
       “Sure,” he said. “Maybe you could talk to Scott about it.”

      
       Even though we planned to meet Scott at the next family meeting, we decided I’d e-mail
         him about our idea. Our hope was that Dan could join some friends and us at a Fourth
         of July concert. “I’ve been at St. Joseph’s almost three weeks now, so maybe they’ll
         let me.” There was a hint of anticipation in Dan’s voice, and the thought of him coming
         home, even for just one night, buoyed my spirits. I contacted Scott as soon as we
         arrived home. He replied quickly but not with the response I wanted. He expressed
         concern over the fact that Dan seemed to still isolate himself from his peers. Because
         part of Dan’s treatment required him to do things he feared would put others at risk,
         it was crucial he not segregate himself. Only by interacting with others would he
         be able to feel connected to them and proceed with this part of his therapy. For this
         reason, Scott advised against any overnight trips in the near future, as well as limited
         weekend visits from us. Specifically he asked we not visit at all during the upcoming
         weekend and informed us he would meet with the “treatment team” regarding our Fourth
         of July request. He ended the e-mail by conveying hope for Dan’s recovery, while also
         acknowledging our son was struggling with a severe and devastating illness.
      

      
       As disappointed as I was with this response, I understood what Scott was saying and,
         of course, wanted to do what was best for Dan. I reread the e-mail several times and
         found myself obsessing over the phrase “severe and devastating illness.”
      

      
       “What’s with our family and obsessions?” I asked Gary. “Why can’t I just focus on
         the hope Scott has for Dan instead of the most negative phrase?”
      

      
       Gary shrugged. “It’s disappointing. Maybe Dan isn’t making as much progress as we’d
         thought.”
      

      
       Mark reassured me. “Don’t make too much of the phrase ‘severe and devastating illness.’
         Dan has a good-sized case of OCD, but he’s going to have a good life, accomplish wonderful
         things, fall in love, and have lots of fun and excitement. He has work to do, but
         he’ll get there. I have no doubt of that.”
      

      
       What would I do without Mark?

      
       “St. Joseph’s has a good program, but it’s tough,” Mark said. “I think it makes sense
         for them to push the social issues with Dan.”
      

      
       My response to Scott was supportive, though I did request the staff make sure Dan
         interacted with peers over the weekend. Weekends at the clinic weren’t as structured
         as weekdays, and Dan had, on occasion, spent the days in his room by himself. Scott
         assured me the staff would be aware of the situation and would make sure Dan didn’t
         isolate himself.
      

      
       We had no Tuesday meeting that week because Sharon was on vacation, so we spoke with
         Dan on the phone instead. “How was your weekend, honey?” I asked.
      

      
       “Saturday I was depressed, so I just spent the day in my room,” he said. “Sunday
         was better. I went on a group trip.”
      

      
       “He spent Saturday alone and depressed?” I said to Gary once we hung up. I was angry.
         “The main reason he didn’t come home was because he was supposed to interact with
         his peers. He would’ve been better off at home with us.” The thought of Dan, curled
         up on his bed the whole day, made me feel sick. Still, I didn’t complain to Scott
         or Sharon about the botched weekend plans and instead set my sights on our next Tuesday
         meeting, where we’d talk about our plans for the Fourth of July.
      

      
       Our Tuesday meetings had somehow evolved into stilted question-and-answer sessions,
         and they were often stressful as well. Though Dan had finally begun to contribute
         a little more, our conversations were never genuine. How could they be, having a moderator
         to talk to our own son?
      

      
      
         
         
         
         OCD Residential Treatment Centers

         
         The frequency of outpatient OCD treatment falls on a continuum from one to five (or
            more) times weekly. Although outpatient ERP helps the majority of individuals who
            complete it, OCD can be “treatment refractory,” that is, it doesn’t improve with typical
            treatment.1   In these situations a residential treatment center (RTC) that provides intensive
            inpatient treatment might be helpful.
         

         
          Treatment at an RTC usually involves several hours of daily ERP, evaluation, and
            (if necessary) treatment by a psychopharmacologist with expertise in treating OCD.
            There are also meetings with a counselor or social worker and group psychotherapy.
         

         
          Fortunately, these programs tend to reduce OCD symptoms. One of the RTCs in the United
            States provided treatment outcome data from about four hundred individuals; the average
            OCD severity score at the beginning of treatment was in the severe range and by the
            end fell in the moderate range (an eight-point reduction on the Yale-Brown Obsessive
            Compulsive Scale, or Y-BOCS2). The average length of treatment was just over two months.
         

         
          When considering whether to seek residential treatment, it’s important to consider
            both the strengths and drawbacks of RTCs. Strengths include the intensive treatment
            focus and the support of a multidisciplinary team, usually including psychiatrists,
            psychologists, and social workers. The highly structured and supervised setting of
            the RTC can increase the likelihood that the OCD sufferer will engage in treatment,
            compared to outpatient treatment in which the therapist generally sees the person
            only one to three hours per week; even in intensive outpatient treatment the therapist
            and OCD sufferer are typically together for ten hours or less per week. The RTC setting
            also allows the therapist and psychiatrist to work closely together.
         

         
          On the other hand, RTC programs tend to be expensive, and even individuals with insurance
            often end up paying a significant amount out of pocket. Also, being in a residential
            center removes the person from his or her normal environment, including the support
            of family and friends and perhaps many of the most troublesome OCD triggers. Careful
            discharge planning, ideally in collaboration with the OCD sufferer’s family, is essential
            to help the individual transition back to the home environment and hold on to the
            gains made during treatment.
         

         
         ____________________
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       Tuesday came, and Gary and I once again made our way up the stairs, past the second
         floor, to Sharon’s office. Each time we walked by that second-floor door, with all
         those warning signs, I thought not of the patients behind the door but of their parents
         and the heartache they were likely experiencing. For now though, I tried to concentrate
         on our upcoming meeting, where we’d finally meet Scott.
      

      
       Sharon was still on vacation so we met with her substitute, Mort, who was a semiretired
         social worker. It was nice to see a different face; maybe he’d perk things up. “Come
         on in,” he said. He seemed like a genuinely happy person and gave us both warm pats
         on the back. Dan was already in the room, and we hugged. I’d become adept at scrutinizing
         him quickly. He was more jittery and anxious than usual, and the black circles under
         his eyes looked worse. Weight, stable.
      

      
       “I’ve had the pleasure of chatting a couple of times with Dan already,” Mort said,
         “and it’s great to meet the two of you. Dan’s a great kid.”
      

      
       I smiled and nodded. Yes, Dan is a great kid.

      
       That was always the consensus. Dan was polite, personable, and always eager to work
         hard and do the right thing. He was a people pleaser, and I’d later realize this personality
         trait probably exacerbated his OCD.
      

      
       “I understand Dan will be spending the Fourth of July with you,” Mort continued.
         I looked at Dan, who was nodding. “He just needs to be back the next morning for a
         group meeting.”
      

      
       “No problem,” I said. “We’ll have him back early.”

      
       Yay! Dan was coming home. Sure, it’d be a quick visit, but at least there’d be no
         moderator. I’d take whatever time I could get with my son. I started to plan a menu
         in my head of all his favorite foods.
      

      
       My thoughts were interrupted by Scott’s entrance. “Nice to finally meet you,” I said
         as Gary and I stood to shake his hand. He was tall and lanky, with red hair and freckles.
         He’s not much older than Dan! I thought, and searched his face for signs of a wrinkle. Nothing. He couldn’t have
         been more than thirty. That doesn’t mean he’s not a good therapist, I assured myself as he took a seat. At the very least, Dan thought the world of
         him.
      

      
       “Dan, why don’t you tell your parents about some of the things you’ve been doing?”
         Scott said. I liked that idea, as we’d never been given any details of Dan’s therapy.
      

      
      
         
         
         
         Does ERP Work?

         
         ERP is recommended as the first-line psychological treatment for OCD by many professional
            bodies, including the American Psychiatric Association, the International OCD Foundation,
            and the Society of Clinical Psychology of the American Psychological Association.1   These recommendations are based on many rigorous studies showing that ERP works.2  
         

         
          For example, in a large study of adults with OCD published by Edna Foa and colleagues,
            86 percent who completed ERP were rated as “much improved” (29 percent) to “very much
            improved” (57 percent) at the end of treatment. The average symptom score for people
            who did ERP started in the “moderate-to-severe” range and at the end of treatment
            fell in the “mild” range.3   Similar results have been reported among children and adolescents who received
            ERP.4  
         

         
          Many reviews have been written about the effectiveness of ERP for OCD, and two things
            stand out from these reviews. First, the “effect sizes”—standard ways that researchers
            measure how big of an impact a treatment has—are big for ERP.5   In other words, the average person in ERP can expect to get a lot of benefit from
            it. Second, ERP tends to help with other difficulties that exist alongside the OCD,
            such as depression, general anxiety, and social difficulties.6  
         

         
          Given its effectiveness, ERP offers hope to OCD sufferers who want to reclaim their
            lives.
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       “Well, I went off campus the other day and had some Mexican food,” Dan said.

      
       “Oh, you had Mexican food?” Scott interrupted. “You do realize that most of those
         ingredients were harvested by migrant workers, in terrible conditions, and their children
         are probably neglected, hungry, and overworked? But you still ate it?”
      

      
         What?   Wait a minute. Did I actually hear that? My mouth hung open in surprise. I looked at Dan, still a nervous wreck, and saw him
         nod. I then realized this was therapy.
      

      
       No wonder Dan’s anxiety was so high. I was shaken up myself. Dan continued to tell
         us about his afternoon in town, and thankfully, Scott went easy on the “therapy.”
         Our meeting was almost over when Scott announced that Dan had something he wanted
         to tell us. I looked at my son, and he was literally shaking. After what seemed like
         forever he spoke.
      

      
       “I’m worried about going back to school, and I don’t think I’ll be able to deal with
         the work and the stress at Carson. I’m considering other options, like getting a job
         or going to a community college near Bridgeville.”
      

      
       Wham. I felt as if I’d just been punched in the chest. Of course the issue of Dan
         being well enough to go back to school was on all our minds. That was one of the main
         reasons he wanted to attend this intensive program in the first place, to help him
         get back on track without having to miss any school. Questions began forming and swirling
         in my head. My son’s motivation to fight his OCD had been fueled by his strong desire
         to follow his dreams, and now he was giving those dreams up? Just like that? Instead
         of working on alternate plans, why couldn’t more energy be spent on figuring how to
         get Dan back to school successfully? There were seven weeks left before school started,
         so why make a decision now? Was coming to St. Joseph’s a big mistake? Overwhelmed,
         I couldn’t respond.
      

      
       Mort was the first to speak. “Dan, I have to say I’m stunned. When we spoke earlier
         you told me becoming an animator was your dream, and you’d been really happy at Carson
         until the OCD took over. Why don’t we all think this through.”
      

      
       Gary and I nodded in agreement. I took a deep breath and spoke, surprised at how
         calm I sounded. “I’m glad you told us how you feel, honey. Obviously we have a lot
         to talk about.” Unfortunately, or fortunately from my perspective, we were out of
         time, so further discussion would have to wait. I gave Dan a hug. “Don’t worry, everything
         will work out,” I said, though I was far from believing that myself.
      

      
       Dan walked down the stairs with Gary and me. “Oh,” he said. “I forgot to tell you
         I’m on another medication now.”
      

      
       My heart plummeted. “You mean instead of the SSRI and benzodiazepine, or in addition?”
         Gary asked.
      

      
       “In addition. And I had a little problem with it.”

      
       “What do you mean?” I asked, not really wanting to know.

      
       “Well I had double vision for a little while, but it went away. It’s a side effect,
         but I’m fine now.”
      

      
       “What’s the medication?” I already hated whatever it was.

      
       “I forget the name of it,” Dan said. “You can talk to Dr. Parker if you want to know
         why I’m on it.”
      

      
       He didn’t want to tell us himself. I felt heavy with sadness as we said our good-byes.
         At this point, I was more than ready to go home; I don’t think I could’ve handled
         any more news. It was only late morning, but I felt as if I’d been at St. Joseph’s
         the whole day. I needed to get out of there.
      

      
      
   
      Chapter 6

      Make Me Do This

      
         
         

         

         
         
         
         
      

      
      On the car ride home I thought of how, over the last few years, Dan had immersed himself
         in art and animation, with the goal of attending Carson College. I smiled as I remembered
         the first time I’d dropped him off at his figure-drawing co-op. He knew he’d be the
         only teenager there, since it was during the day when other kids were in school. “I
         don’t mind,” he’d said, smiling. “You know I like old people.”
      

      
       Of course there was the issue of a fourteen-year-old boy being comfortable in that
         situation. The models, both male and female, were usually nude. “Are you going to
         be okay with that?” I asked him.
      

      
         Dan gave me the same look I usually gave him when he said something that made no
         sense. “Mom, it’s all about the art.”
      

      
       Gary was skeptical. “He’s going to come home from that first class with a glazed
         look on his face and drool all over his sketchpad,” he said. I wasn’t sure what to
         think. I knew Dan could be serious and mature, but this was asking a lot from an adolescent
         boy.
      

      
       Dan was gung ho. “This is going to be great,” he said, practically jumping out of
         the car as we pulled up to the co-op building.
      

      
       “I’ll just come in this first time to introduce myself,” I said. Together, we carried
         all his supplies.
      

      
       We were greeted by Bill, the facilitator of the group. “Glad to have you,” he said
         cheerily as he and Dan shook hands. He was an older gentleman with white hair and
         twinkling blue eyes, and he seemed almost as excited as Dan. Out of the corner of
         my eye, I caught a glimpse of a woman in a white terry cloth wrap starting to disrobe.
         I said my good-byes and practically ran out of the room. Obviously Dan was much more
         comfortable with this situation than I was.
      

      
       He loved the co-op and looked forward to it every week. He fit right in with the
         older crowd. “Maybe I can invite some of my new friends over for a play date,” he
         joked. “Ethel is so much fun.” Dan always made me laugh. I chuckled at the thought
         of him spending the afternoon with a middle-aged woman.
      

      
       But he took his art seriously. “It’s annoying when you and Dad make off-color jokes
         about my sketches,” he said one evening. Gary and I had been known to giggle at some
         of the naked pictures.
      

      
       “Gee, honey, I’m sorry,” I said. “We won’t do that anymore. I didn’t realize it bothered
         you.”
      

      
       That confirmed it. Dan was surely an artist. Who else could take this all so seriously?
         I’m embarrassed to admit when Dan went to sleep at night, Gary and I would still occasionally
         sneak a peek at his sketches for a laugh. Clearly, we weren’t artists.
      

      
       The co-op was only one way Dan pursued his passion. He enrolled in art class after
         art class, snagged internships, and attended summer programs. He read, researched,
         and watched anything and everything that had to do with animation. I thought of the
         positive feedback he received from teachers and mentors as it became evident that
         Dan was not only driven but talented as well. I thought of the awe on his face as
         we toured a major animation studio, courtesy of a friend of a friend. I thought of
         how happy and excited he was to be at Carson, surrounded by friends who shared his
         passion and enthusiasm. And I thought of the end of this past school year when he
         was so debilitated but still insisted on staying at school and finishing his coursework.
         That was the real Dan, not the young man who now was more than willing to give up
         his dream. We needed to get the real Dan back.
      

      
       “You know, Gary,” I said, breaking the silence in the car, “this school issue is
         a huge decision, and Dan shouldn’t be making it by himself. We need to be involved.
         The staff at St. Joseph’s has only known him a few weeks, and in a weakened condition
         to say the least. He’s our son, and nobody knows him, cares about him, or loves him
         as much as we do.”
      

      
       Gary nodded. He seemed too worn out to speak.

      
       I called Mark when we arrived home.

      
       “I think Dan should at least try to go back to Carson,” Mark said. “I also feel there’s
         a very good chance he’ll be successful there. Scott has done a great job of relating
         to Dan and forming a relationship, but he’s certainly not in a position to be making
         the more crucial life choices that should be the domain of your family. OCD typically
         waxes and wanes. It really will get better. I know how hard it is to feel positive
         in the middle of this, but I’m confident things will improve dramatically.”
      

      
       I wanted so badly to believe Mark.

      
       “As you know, the program at St. Joseph’s is very OCD-centric,” Mark continued. “They
         feel that Dan’s OCD has to be completely under control before he can continue on with
         his life, and they’re letting him know that. That’s where we disagree. I believe the
         best therapy for Dan is to get on with his life as best as he can and continue therapy
         at the same time. Of course, this gives him less time to actually concentrate on his
         OCD. And that’s probably the best therapy of all for him. His life is more than OCD.”
      

      
       Mark made sense. Dan didn’t need to be—indeed he shouldn’t be—focused only on his
         OCD.
      

      
       “We need to let Scott know how we’re feeling,” Gary said, “so we can all work together
         to support Dan.” I agreed, and we sent Scott this e-mail.
      

      
         Hi Scott,

It was nice to finally meet you today, and we’re glad Dan was able to tell us some
            of what he has been thinking.
         

         
          Obviously we all want what is best for Dan. We feel strongly that the best thing
            for him would be to try and go back to school. We have a two-page list of reasons
            why we feel this way, and would very much like to be involved in discussions (with
            you and him) about the issue. We know that making decisions himself is important,
            but this is huge, and we have a feeling that his reasons for feeling that he may not
            be able to go back are very complicated (we guess we don’t have to tell you that).
         

         
          Becoming an animator has been an almost lifelong dream of Dan’s, and he has worked
            very hard over the last four to five years pursuing his dream. He has told us that
            his first semester at Carson was one of the happiest times of his life. It is the
            right place for him, not only academically, but socially. He has made extremely close
            friends there, which has been great for him. This school is not like a typical college,
            where you can take a semester off and then just jump right back in. It is all very
            sequential and specific, and if he doesn’t go back this year, there is really no guarantee
            that he will get the chance again. And even if he does, we doubt it will be easier
            for him having taken time off. In fact, we feel it will be harder in many ways.
         

         
          It seems as if Dan is putting some time and energy into coming up with alternate
            plans to going back to Carson. We would like to support him by redirecting that energy
            into figuring out the best way for him to go back to school successfully. The school
            does have support services, and they are now aware of Dan’s OCD. He has a therapist
            who he feels he could work with in Bridgeville. We will be there for whenever we are
            needed. He can reduce his course load by at least one course if necessary.
         

         
          We would like to have conversations with Dan regarding school but want your opinion
            regarding that. At the very least we would like to be included in whatever discussions
            there are regarding Carson.
         

         
          Thanks a lot. We hope to hear back from you soon.

Janet and Gary

P.S. Please feel free to share this e-mail with Dan if you think it would be helpful.

      

       Scott replied promptly, saying he agreed with us completely that Dan shouldn’t leave
         school. He hoped a much reduced course load might be an option. However, he also stressed
         that because of the severity of Dan’s illness, we needed to be realistic about our
         expectations for Dan. Perhaps returning to Carson, or even pursuing animation, might
         not be feasible for our son.
      

      
       My heart sank as I read this reply. Scott agreed with us completely but not really.
         I was disheartened to read he anticipated Dan having to lower his standards in reference
         to his goals.
      

      
       “I know Scott’s goal is to get Dan’s OCD under control,” I said to Gary. “I get that.
         But when Dan entered the OCD clinic, his goal was to learn how to manage his symptoms so he could get back to his life and
         follow his dreams. It wasn’t to abandon or even alter them. He went into St. Joseph’s
         knowing what he wanted. Then something changed, and I’m afraid he is slipping away
         from us. He’s becoming nothing more than his OCD.”
      

      
       “I have the same feeling,” Gary said. “We don’t need to lower the bar for Dan. In
         fact, I think we need to keep it high. I’m not ready to accept that his life plans
         have to be modified. I’m not ready to let the OCD win.”
      

      
       I agreed with Gary, and said, “It’s also confusing reading about ‘the severity of
         Dan’s illness,’ yet we’re always being told how great he’s doing with his therapy.”
      

      
       I sent Scott another e-mail asking for clarification, and he replied, confirming
         that yes, Dan was indeed going in the right direction. But Scott was still concerned
         because he knew Dan barely made it through the previous school year and he didn’t
         want him to be put into that situation again.
      

      
         I  was surprised Scott brought up Dan’s condition at the end of the school year
         as a valid argument for keeping him from going back to Carson.
      

      
       “I don’t get it,” I said to Gary. “I’m thankful for Dan’s progress at St. Joseph’s,
         but it seems as if Scott isn’t taking any of his improvement into account.”
      

      
       “Really,” Gary said, agreeing, “hasn’t this past month counted for anything?”

      
       I continued our e-mail exchange:

      
         In my mind, there is a huge difference between how Dan was feeling at the end of the
            semester compared to now.
         

         
          He was in trouble physically because he could not eat (and barely drank for a week
            or so). He was dehydrated and his potassium was low, which further clouded his thinking.
            He was not taking his medication and was receiving no therapy or support of any kind
            at all (until I arrived and he had two meetings with Dr. Vogel). I know his OCD was
            running wild.
         

         
          But even during this incredible low point, he managed to complete all five of his
            courses with something like a 3.3 GPA. Of course I never want to see him in that condition
            again, but with all the support we will have in place, Gary and I believe he has the
            potential to succeed, hopefully with a reduced course load.
         

      

       Scott never replied, and as the days passed I felt more unsettled about Dan’s situation.
         What was most upsetting was our isolation from him. We hadn’t been asked to contribute
         to any school-related conversations that might have been happening. Gary and I both
         felt we couldn’t talk freely at our weekly meetings, which now reminded us of supervised
         prison visits. Discussions on the phone were difficult, since it was hard to reach
         Dan. Gary and I were deeply frustrated.
      

      
       This state of affairs upset me so much I couldn’t sleep; I scheduled a meeting with
         Mark for the following week. Meanwhile, a thought kept creeping into my mind that
         I tried to ignore: was Dan intentionally being kept away from us?
      

      

      

      I was excited about Dan’s Fourth of July visit, and though I really wanted to have
         a conversation with him about school, I decided not to. He was only going to be home
         for a short time, and I felt the most important things were for him to enjoy himself
         and for us to be together as a family.
      

      
       “It’ll be great to be home and see the cats,” Dan said as we walked out of the clinic.
         We both laughed even though we already knew, for Dan, the cats always took precedence
         over the humans in the family. Overall he was in good spirits, though he was still
         exhausted and shaky.
      

      
       “Four of the six people who started the program with me are being discharged this
         weekend,” he said. “But not me. And I’ll be in lockdown the next few weeks.” This
         was his way of saying he wouldn’t be allowed to come home at all.
      

      
       Seeing his peers leave while he remained was obviously discouraging for him. “Oh,
         you’ll be out before you know it,” I said, trying to remain upbeat.
      

      
       “That’s okay. I really don’t mind,” he said. “Even though the therapy is really hard,
         everyone is so nice, and I’m comfortable there.” He paused. “I could stay there forever.”
      

      
       Ouch. Even though he’d said it jokingly, I knew there was some truth to it. St. Joseph’s
         was safe, with people who understood what he was going through. His remark troubled
         me, but I tried to shift my thoughts to the here and now and concentrated on spending
         quality time with my son.
      

      
       Our Fourth of July trip was a success. The outdoor concert was in a beautiful venue
         surrounded by mountains. I was with my entire family, a rare occurrence those days,
         and we were joined by good friends, whom Dan interacted with minimally but comfortably.
         There was a long line to enter the grounds, so to pass the time, Gary, Dan, and Ava
         threw a football around. I looked over at Dan, thinking how normal he looked now,
         compared to those days at Carson when he was slouched over, chewing his hood strings.
      

      
       We entered the concert grounds and staked out a small portion of lawn with our blankets
         and folding chairs. Dan chose to lie on a blanket. The concert was great, and when
         they finally threw in some classical music to offset the folk music, he smiled and
         said, “Finally, some real music.”
      

      
       On the way home we chatted in the car. “That was fun,” Dan said, “but I’ve always
         wanted to go to our city’s Fourth of July celebration.”
      

      
       “Well, maybe you can go with some friends next summer,” Gary said.

      
       “I don’t know. I may want to work at Carson next summer and be with my friends there.”
         Students often worked at the school’s pre-college summer program.
      

      
       This was music to my ears, and it felt like my son speaking. Obviously he had mixed
         emotions about returning to Carson, but I think being away from St. Joseph’s, even
         for a short time, steered him toward school. Perhaps it’s easier to think about real
         life when you’re in the real world. When you’re in an intensive, institutional program
         it’s all about the disorder and treatment.
      

      
       As we drove up the hill to St. Joseph’s early the next morning, I asked Dan if he
         wanted to talk about school. His answer was automatic. “No. We’ll talk on Tuesday,
         at our meeting.” Sharon was back from her vacation, and now Scott was away.
      

      
       I watched as Dan disappeared into the building. “I wish we had more time with him.”

      
       “Me too,” Gary said. “It’s hard watching him go through those doors.”

      

      

      Once Dan informed us he was taking a third medication, I tried to get in touch with
         Dr. Parker, his psychiatrist. It took two weeks to finally connect with him on the
         phone. He was businesslike and got right to the point. “Dan is maxed out on eighty
         milligrams of his SSRI. You know he’s also taking a benzodiazepine for social anxiety.
         We just need to watch out for sedation with that one. And he is on an atypical antipsychotic.
         It helps the SSRI work better, and we’ll be increasing the dosage on that one a couple
         of times. Dan had been feeling discouraged and overwhelmed, and was having thoughts
         of self-injuring again. This medicine helps with those ‘popping-up’ thoughts.”
      

      
      
         
         
         
         Antipsychotics for OCD

         
         Even with a therapeutic dose of well-established first-line medications for OCD such
            as fluvoxamine (Luvox) or sertraline (Zoloft), many people with OCD won’t improve
            or will still have lots of symptoms.1   These observations led to the search for other medications that might augment the
            effect of SSRIs on OCD.
         

         
          Many studies have suggested that antipsychotic medications—drugs such as quetiapine
            (trade name Seroquel), risperidone (Risperdal), and olanzapine (Zyprexa)—provide additional
            benefit for OCD sufferers on SSRIs. A review of these studies in 2006 concluded that
            antipsychotics did indeed help individuals whose OCD hadn’t responded to an SSRI alone:
            on average, an additional 22 percent of individuals showed a treatment response when
            an antipsychotic medication was prescribed, compared to placebo.2  
         

         
          However, many of the studies that were included in the review were small, with none
            of the medication groups having more than twenty-two participants, and some as few
            as ten.3   A larger study from 2013 with forty individuals in the risperidone augmentation
            group found no benefit of risperidone over placebo.4   Furthermore, a more recent Cochrane review from 2010 found limited evidence for
            the efficacy of olanzapine, possible efficacy for quetiapine, and significant effects
            of risperidone on anxiety and depression but no advantage versus a placebo on OCD
            scores. The authors also noted the sedation and profound weight gain that are often
            associated with antipsychotic use; the average weight gain after a year on risperidone
            is about twenty pounds.5  
         

         
          Many individuals report finding antipsychotic medications helpful, but research studies
            have produced mixed results. People with OCD who have not responded to ERP and a therapeutic
            dose of SSRIs need to weigh the risks and possible benefits of trying an antipsychotic
            medication.
         

         
         
         ____________________
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       “What about that double vision he was having?” I asked Dr. Parker.

      
       “I wouldn’t worry about that. It appears to have been a one-time thing. You know,
         this is a very difficult time for Dan. His therapy is extremely anxiety provoking.
         These meds aren’t necessarily all long term, and it’s hard to know what’s working
         anyway.”
      

      
       That’s how the conversation ended.

      
       Never a big fan of medication, I had to be more open minded once Dan became ill.
         But to end the conversation with the admission that nobody knew what worked or didn’t
         work didn’t help my already fragile comfort level. I knew from researching and talking
         with Mark that these drugs, especially the atypical antipsychotic, came with some
         heavy-duty side effects.
      

      
       “My big question,” I said to Gary, “is why give Dan more medication to help him get
         through this difficult time when the difficult time was purposely created as part
         of his therapy? Isn’t he supposed to feel horrible? Doesn’t he need to feel horrible?” I was just learning the basics of exposure and response prevention
         (ERP) therapy and knew that feeling anxiety, particularly when refraining from ritualizing,
         was an integral part of the therapy.
      

      
       Our Tuesday meeting arrived quickly. Although she’d been on vacation for two weeks,
         Sharon was well informed of Dan’s situation. The communication among Dan’s health-care
         providers (Sharon, Scott, and Dr. Parker) was excellent, and they seemed to really
         work as a team regarding all aspects of his treatment. They agreed on everything.
      

      
       Dan was already in Sharon’s office when we arrived. He looked worse than he had a
         few days ago, when he was home. The black circles under his eyes were darker than
         ever, and he seemed unable to control his nerves. I’d never seen him so jittery.
      

      
       Sharon immediately guided the conversation toward school, and I began by speaking
         directly to Dan. “Honey, I can’t even begin to imagine how difficult your life has
         been over this past year. I’m so proud of you and the way you’ve handled yourself
         during this time. You’re an amazing young man.”
      

      
       My eyes were tearing already. “You must know Dad and I only want what’s best for
         you. As your parents, that’s all we’ve ever wanted. We feel strongly you should at
         least try to go back to Carson this year. You have caring teachers who already think
         the world of you, and there are also special support services there. Dr. Vogel said
         he’d see you two, even three, times a week if needed. If you don’t go back now and
         are lucky enough to get the opportunity to reenroll next year, we feel it’ll be even
         harder to return after being away for so long.”
      

      
       Our eyes met. “Dan, this is your dream. You worked so hard to get to Carson and you
         were so happy there before you got sick. If you go back and it doesn’t work out, you’re
         no worse off. The only negative is that we’ll lose money, but Dad and I are willing
         to take that risk.”
      

      
       Sharon asked Dan if he wanted to respond. I think it was hard for him not having
         Scott by his side, but he was able to speak, and speak he did. He acknowledged that
         much of what I said made sense, and that going back to school was a remote possibility,
         but he didn’t want to commit to anything at this point. “I still think I should just
         take a couple of community college courses and concentrate on my OCD,” he said.
      

      
      
         
         
         
         Doing OCD Treatment Perfectly

         
         Individuals with OCD don’t “check their OCD at the door” when they come to treatment,
            and so it’s not surprising that OCD can attach to the treatment itself.
         

         
          For example, people with OCD generally have a really hard time living with uncertainty.1   When they’re told that ERP tends to be very helpful for treating OCD, they may want assurance that it will be helpful
            to them. In some cases people may have a hard time starting the treatment without
            knowing for certain that they’re going to get better. Once treatment starts, OCD sufferers
            may try to do the treatment perfectly in order to guarantee their recovery.
         

         

         

         

         
          For example, the individuals might:

         
         
            	
               
               feel compelled to tell the therapist about every obsession they’ve had because the
                  treatment will be compromised if the therapist “doesn’t have all the information”;
               

            

            
            	
               keep excessive records about obsessions and rituals;

            

            
            	
               be hypervigilant for any possible signs of OCD;

            

            
            	
               spend an exorbitant amount of time on exposures; and

            

            
            	
               want to continue treatment as long as there are any remaining OCD symptoms.

            

         

         
          Some of these behaviors can look like positive signs of being committed to the treatment,
            but in fact they can be subtle manifestations of OCD. As with any OCD domain, the
            person needs to get used to living with uncertainty—in this case, uncertainty about
            OCD recovery. Since perfect is impossible, the goal in ERP is to do the treatment
            well and imperfectly.
         

         
         
         ____________________
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         Hmm. If the whole college situation wasn’t so upsetting, it might be amusing. I knew
         Dan meant he needed time for his therapy, but his thinking was warped. He shouldn’t
         be revolving his life around his OCD. I thought back to the end of last semester,
         when he was in such bad shape. He still forged ahead and did what he had to do, all
         the while talking positively about coming back sophomore year. It was almost as if
         he didn’t realize how debilitated he was until he arrived at St. Joseph’s.
      

      
       He had more to say. “How can I stay up until three o’clock in the morning working
         on projects, when I can barely shower and brush my teeth without ritualizing? I don’t
         feel the OCD is at a point where I can handle it all. Last semester some of my rituals
         involved not doing my work. And I’m afraid I’ll start cutting myself again.”
      

      
       I was overwhelmed. Not so much because of what Dan said but because of how much he said. The words just seemed to pour out of him. I was pleased he was expressing
         himself, and it was interesting that his thoughts seemed to jive with Mark’s explanation
         of St. Joseph’s philosophy.
      

      
       “You say you can’t brush your teeth without ritualizing, honey,” I said. “I think
         that’s okay. You don’t have to be ritual free to get on with your life. Go back to
         school, ritualize when you brush your teeth if you have to, and work on it with Dr.
         Vogel.”
      

      
       I knew I was oversimplifying things, but I was trying to make my point. “I feel that
         if we support your decision to not go back to school, we’d be enabling you in avoiding a difficult situation. I’m sure
         you’re afraid of the work, of seeing your close friends, and maybe even of doing something
         you really want to do. Supporting you in that decision is like letting the OCD win,
         and we can’t do that.”
      

      
       Time was up again, but that was okay. I felt drained and exhausted from our meeting,
         and I’m guessing Dan did as well.
      

      
       Sharon ended by saying, “I’d like to talk with Dan’s advisor at Carson about the
         possibility of him taking a much lighter course load.”
      

      
       Once Dan had expressed reluctance about returning to Carson, she and Scott had brought
         up this alternative. Dan and I continually explained that their suggestion wasn’t
         feasible at Carson. Dan could drop one course, but his animation courses were sequential,
         and they had to be taken next semester. So I was surprised when Sharon brought this
         up yet again.
      

      
       “You can’t do that at Carson,” Dan and I said, almost in unison.

      
       “Oh, I’ve been doing this for many years,” Sharon said. “The schools always say that,
         but often they’ll make exceptions.”
      

      
       Dan and I exchanged glances. We knew what the outcome would be, but I gave her Dr.
         Moore’s contact information anyway. “I’ll call her tomorrow,” Sharon said, “and let
         you know what she says.”
      

      
       My appointment with Mark was the next day, and I updated him on our recent meeting.
         I remarked how Dan was uncharacteristically effusive with his words, and Mark said,
         “That’s most likely from the atypical antipsychotic.”
      

      
       It never occurred to me that a drug could affect Dan that way.

      
       Mark remained steadfast in his belief we should strongly encourage Dan to go back
         to school. “You know,” he said, “they’re very good at St. Joseph’s with the mechanics
         of OCD. There’s no question they know their stuff. But they’re overlooking the big
         picture, that is, ‘Who are you and what do you want to do with your life?’ They’re
         OCD about OCD,” he added, referring to the fact that it was all about conquering the
         disorder.
      

      
       He didn’t speak again for a moment, and I sensed he was trying to choose his words
         with care.
      

      
       “Here’s what I think,” he said. “For lack of a better word, the program has become
         like a cult for Dan. It’s time for you to seriously consider removing him. In the
         business, we call it termination. I think Dan is way too attached to Scott, and the
         longer he’s there, the more this will become a problem and the harder it’ll be for
         Dan to leave. This isn’t uncommon when patients are institutionalized. There’s no
         way Dan will be able to think clearly or make the right decisions while he’s still
         at St. Joseph’s.”
      

      
       Wow. I didn’t see that coming and tried to analyze the situation aloud. “You know,
         I’ve been feeling ambivalent about Dan still being at St. Joseph’s. There’s no question
         they’ve helped him deal with his OCD, but his overall state of mind is worse. He says
         he’s working really hard to get better, and I know that’s why his anxiety levels are
         so high, but he has almost no self-confidence in what he can achieve right now. In
         his thinking, his life is on hold until he conquers his OCD. Maybe their job is done
         and it’s time for us to do ours. I mean, Dan once said that he could stay there forever.
         I’m afraid he could! It just never occurred to me that we could, or should, initiate
         the process of him . . . leaving.” It was hard for me to use the word terminate.
      

      
       Suddenly my mind began to whirl, and I was caught in a ball of anxiety. “I’m afraid
         of him coming home, Mark. What if he’s no different from before he went? When he’d
         lie on the floor all day and not eat until midnight, we’d comfort ourselves by saying
         he was going to St. Joseph’s soon. But what if he does that again? Where do we turn?
         I don’t know how he’ll be, or if we’ll be able to take care of him, and it really
         scares me.”
      

      
       I couldn’t stop talking. It was as if I were the one on the atypical antipsychotic. “And I don’t think I told you Dan said
         he’s afraid he’ll start cutting himself again if he goes back to school. And what
         if he’s so angry with us for making him leave that it ruins our relationship forever?”
      

      
       I was all over the map with my thoughts, and Mark patiently waited until I calmed
         down before he spoke. “First of all, I think you’ll be pleasantly surprised how much
         better he is once he leaves St. Joseph’s. Even if he isn’t, he’ll be continuing his
         therapy in Bridgeville. As far as cutting himself, as I’ve said before, it’s not the
         end of the world, and avoidance is not the answer.”
      

      
       I listened to Mark, but to me cutting was still such an awful, unnatural thing to
         think about.
      

      
       “And your relationship with Dan won’t be permanently damaged,” Mark said, “because,
         well, he’s Dan. I’d advise you to shift your focus from talking with the staff and
         Dan about returning to school to talking about Dan’s termination. Once he’s out, you
         can have real conversations with him regarding school. At this point, those conversations
         are just not possible. I think it makes sense to talk about Dan needing some time
         to adjust to life outside the program before you move and that it’s getting expensive
         for him to remain at St. Joseph’s. If it gets a bit sticky, I’d add that you have
         some concerns he’s regressing a bit and becoming dependent on the staff to function.
         It’s going to take a couple of weeks for Dan to adjust to life without Scott. I think
         he’s going to be sad for a while without him. But I think it’s important to begin
         the process of life after St. Joseph’s.”
      

      
       I left Mark’s office with a new sense of purpose: to get Dan out of St. Joseph’s
         Hospital. Though still confused about some things, I felt better emotionally because
         at least I felt I was doing something to help my son.
      

      
       On my drive home, my thoughts wandered back to those last few weeks in Bridgeville,
         when Dan was doing so poorly. He’d often say, “Make me do this,” referring to eating,
         working, going into the supermarket, or whatever he was struggling with at that moment.
         Sometimes he was able to follow through, and sometimes he couldn’t, but at least he
         always tried.
      

      
       In my heart I knew the best thing for him now was to try to go back to Carson, and
         I could almost hear his voice saying, “Make me do this.”
      

      
      
   
      Chapter 7

      A Pothole in the Road

      
         
         

         

         
         
         
         
      

      
      With Gary easily on board, I e-mailed Sharon and Scott, stating we wanted to begin
         the process of termination (there, I’d said it). Seconds after I hit the send key,
         Sharon called. Our cordial relationship had become strained, and there was tension
         when we spoke. “I was surprised to get your e-mail,” she said. “What brought this
         on?”
      

      
       “Well, Dan’s been at St. Joseph’s for nearly six weeks. We know leaving takes preparation,
         so we don’t want to just yank him out. We’re moving to Bridgeville in early August,
         and it’s time for Dan to continue on with his life.”
      

      
       I’d wanted to keep the conversation short, but with Sharon’s prodding, I rambled
         on about Dan’s growing dependency on Scott, my fear he was regressing, our differing
         philosophies as to what was best for him, and even my concern that Gary’s and my opinions
         weren’t taken seriously. As I’d later tell Mark, Sharon had a knack for making me
         talk. “Of course she does,” he said. “That’s what she does for a living.”
      

      
       The one topic I hadn’t brought up was school, and not surprisingly, Sharon did. “Do
         you still expect Dan to return to school?”
      

      
       “That’s a decision we’ll make as a family after he’s home with us,” I said, cringing
         at the way it sounded. I already sensed the staff thought I was an overbearing, controlling
         mother who wanted her son to return to Carson at any cost. Imagine! I was even willing
         to uproot my family to get what I wanted. In contrast, our family and friends knew
         our actions were motivated by love and the desire to support our son. I was getting
         antsy and wanted to end the conversation, so I got right to the point. “When can Dan
         be terminated?”
      

      
       “Well, judging by the notes I have here, I’d say by the end of July.”

      
       I calculated mentally. The end of July was approximately three weeks away, and that
         would give Dan at least a week at home before we were scheduled to leave for Bridgeville—not
         ideal, but it seemed doable. We wanted to arrive in Bridgeville a couple of weeks
         before school started so Dan could settle in as well as hopefully meet with Dr. Vogel.
      

      
       The next step was to talk with Dan about leaving St. Joseph’s. Even though Scott
         had requested we not spend time with him on weekends, Gary and I were determined to
         communicate freely with our son. Scott was still on vacation, and Sharon didn’t seem
         to know we weren’t supposed to visit him, so we planned to see him that weekend. I
         felt a little sneaky, but it was worth it to see Dan. He looked well, and his spirits
         were good. As we drove to a nearby restaurant, I contemplated the best way to bring
         up his termination. Dan gave me a lead. “I hope they don’t throw me out of the program,”
         he said. “I clogged the toilet this morning.” We laughed, and then I told him about
         my conversation with Sharon.
      

      
       “The end of July?” he said. His mood darkened immediately. “I won’t be ready by then.”
         More to himself than us he said, “Maybe I could see Scott as an outpatient until we
         leave for Bridgeville.”
      

      
       “Oh, is that allowed?” I asked.

      
       “I think some clients have done that. Maybe it could work for me.”

      
       Since it would only be for a short time, I didn’t pursue this conversation. However,
         his comment gave me some insight as to how attached he was to Scott. His mood for
         the rest of our visit was subdued, and I felt personally responsible for this change.
         We talked briefly about his termination, and I tried to be upbeat and positive.
      

      
       “There’s a big, wonderful, world out there waiting for you.”

      
       “I know, I see it for three hours every Sunday (referring to his planned outings),
         and that’s enough for me.” Our eyes met, and even though he’d been half joking, I
         knew he realized it didn’t sound right, that being so comfortable at St. Joseph’s
         and not wanting to leave weren’t good feelings to have. Still, during lunch he kept
         saying, “I’m really going to miss everyone, especially Scott.”
      

      
       “Of course you will, honey,” I said, “but it’s important to get on with your life.”

      
       Dan nodded. We dropped him back at St. Joseph’s and once again watched him walk through
         the doors of the clinic. He’ll be home soon, I assured myself as we slowly drove away.
      

      

      

      I settled into my chair at our next Tuesday meeting, eager to discuss details of Dan’s
         termination. “Well, I spoke with Dr. Moore at Carson, who told me Dan could only reduce
         his course load by one,” Sharon said. “And he has to take all his computer animation
         courses to remain in that major.”
      

      
       No surprises there. Dan and I already knew this. “Did she say anything else?” I asked,
         remembering how concerned and supportive Dr. Moore had always been.
      

      
       “Just that the program is extremely demanding and that sophomore year has the steepest
         learning curve.”
      

      
         Good one, Janet. You had to ask.
      

      
       Dan spoke. “I feel I’m going in the right direction with my therapy, but it’s very
         slow. I want to continue with intensive therapy, and I know at this point Carson will
         be way too stressful and I won’t be able to cope with it, and I will regress and cut
         myself and I won’t be able to do the animation because sometimes I can’t even turn
         on my computer and did you know I have a panic attack every time I get dressed [because
         he forced himself to not do his rituals]?”
      

      
       He came up for air and then continued. “Animation isn’t as important to me as getting
         my life back together. Maybe I can take some classes at a community college and get
         a part-time job. I feel like I’ve been trapped inside my OCD forever, and I’m excited
         to get my life back. But I have to continue with intensive therapy or that won’t happen.
         Do you remember how my room looked last semester? That’s a metaphor for my life.”
      

      
       Wow. So many thoughts bombarded my mind. First, I had no doubt his atypical antipsychotic
         dosage had been increased, which I later found out was true. And though I really felt
         for him, and knew he was truly suffering, something about his words seemed scripted.
         He didn’t sound genuine.
      

      
       Sharon interrupted my thoughts. “So how do you feel about what Dan said?”

      
       In the back of my mind I heard Mark’s voice. Don’t talk about school. Just focus on his termination. I opened my mouth but somehow all the wrong words came out. “You think you have to
         be all better to go back to school, Dan, but Dad and I see school as part of your
         therapy to get well. So we disagree. Also, I think there are flaws in your reasoning.
         How can you take courses at a community college and get a part-time job when you’re
         not able to drive now? You’d have to live with us, and I’d have to take you everywhere.
         I’m guessing that’s not what you want. I hear everything you’re saying, and we’ll
         discuss it as a family once you’re home.”
      

      
       I stopped myself even though there was a lot more I wanted to say. One thing that
         really bothered me, and this wasn’t the first time it had come up, was Dan’s reference
         to suffering “forever.” He had no recollection of ever being happy, and believe me,
         he was a happy child until the OCD took over. I was there. His thinking was distorted
         because he was depressed. I recalled at our last Tuesday meeting, I’d said, “We had
         a really nice time with Dan on the Fourth of July.”
      

      
       Dan had looked at me, puzzled, and said, “Maybe that’s what it seemed like to you,
         but for me it was torture.”
      

      
       As I’d mentioned to Mark earlier, the other fact obvious to me was Dan’s total lack
         of self-confidence. He was so convinced he’d fail at school, he couldn’t bear to try.
         I know the thought of regressing must have been terrifying to him; I understood that.
         But I felt he still needed to forge ahead.
      

      
       “Well, that’s all the time we have today,” Sharon said, bringing me back to the present.
         “See you next week.”
      

      
       I gave Dan a hug and was pleased to feel some meat on his bones. “I love you,” I
         said, looking right at him.
      

      
       “Love you too, Mom.”

      
       I left St. Joseph’s with a heavy heart. As Gary and I walked to the car, it occurred
         to me: we hadn’t discussed Dan’s termination at all.
      

      

      

      I e-mailed Sharon as soon as we got home and asked for the exact date of Dan’s release.
         She replied a couple of days later, saying she was waiting to hear back from our insurance
         company to get a better sense of what they would authorize moving forward.
      

      
       Huh? I didn’t understand at all. “Why would Sharon have to contact the insurance
         company to authorize Dan to leave?” I asked Gary. “I’d think the only reason she’d
         contact them is to find out how long he could stay.”
      

      
       “I don’t get it either,” he said. “Our insurance company pays for a portion of Dan’s
         treatment in two-week intervals, as do we. Once he leaves, they just stop paying.”
      

      
       Instead of letting my thoughts run wild, I decided to call the insurance company
         to find out what was going on. After maneuvering my way through their automated system,
         I finally connected with a human being. And guess what? Because Dan was over eighteen
         the representative couldn’t give me any information whatsoever. We could pay for Dan’s treatment; we just couldn’t know anything about it.
      

      
       I had a bad feeling about what was happening, even though I had no idea what actually
         was happening. Because Dr. Vogel, who’d be Dan’s therapist in Bridgeville, had asked
         to be kept up to date on what was going on with Dan, I gave him a call. I also wanted
         his unbiased opinion regarding Dan’s situation. “I know we’ve only met briefly,” I
         said, “and you don’t know me well, but I’ll try and fill you in, as honestly as I
         can, on everything that’s been happening.” I took a long, deep breath, and it all
         came pouring out. As my story unfolded, especially the part about us relocating to
         Bridgeville, I wondered if Dr. Vogel would also see me as a pushy, overbearing mother.
      

      
       “Well,” Dr. Vogel said once I was done, “I think there’s no question it’s time to
         get him out.” He concurred with all the advice Mark had given us and also reiterated
         that he’d see Dan three times a week if needed.
      

      
       “Let’s also keep in mind Dan is only nineteen,” Dr. Vogel said. “While he’s technically
         an adult, he absolutely needs your guidance in this decision-making process. My goodness,
         his frontal lobe development won’t even be complete until he’s twenty-four.”
      

      
       While that was interesting news about Dan’s frontal lobe, I was mainly pleased that
         Dr. Vogel, Mark, Gary, and I were all in agreement. My conversation with Dr. Vogel
         strengthened my conviction that we needed to get Dan home.
      

      
       Next I called Dr. Moore, Dan’s academic advisor, who’d also asked that we stay in
         touch; I updated her on everything.
      

      
       “I just received an e-mail from Dan yesterday,” she said. “You must know about that.”

      
       “No, I don’t. What was it regarding?” I knew it wouldn’t be good news. My heart was
         racing and I braced myself.
      

      
       “Well, he said he was making slow progress,” Dr. Moore said, “and that he and his
         therapists decided he wouldn’t be returning to school. Instead he’ll stay another
         month at St. Joseph’s.”
      

      
         What? I needed to sit down. Was this really happening? I tried to process Dr. Moore’s words.
         How could Dan have sent this e-mail without even consulting us?
      

      
       Surely, the staff at St. Joseph’s had to know about this correspondence. Yet nobody
         asked our opinion, or even told us about the letter. I was hurt and angry, not with
         Dan but with the staff, and I felt betrayed. Dan wasn’t to blame. He’d been influenced
         by others and was unable to think clearly for himself. I remembered Mark saying St.
         Joseph’s had become like a cult for Dan and now realized how accurate that analogy
         was. Dan’s announcement he’d be staying another month at St. Joseph’s shocked me for
         another reason: shouldn’t that decision be made, in part, by the people who’d be paying
         for it?
      

      
      
         
         
         
         Continuing Life While Recovering From OCD

         
         When does it make sense to reduce the intensity of OCD treatment? In an ideal world,
            individuals with OCD would receive treatment until their OCD was no longer bothering
            them. In the real world, few people have the luxury of putting the rest of their lives
            on hold indefinitely while pursuing treatment—parents need to work and parent, students
            need to go to class, and intensive therapy (inpatient or outpatient) can cost a lot
            of money. On the other hand, when OCD is in full force it’s hard for many individuals
            to work full time, excel in coursework, or be one’s best self in relationships. So
            how does a person balance these competing concerns: getting sufficient treatment while
            maintaining a life?
         

         
          There’s no simple or one-size-fits-all answer to this question. That said, there
            are important principles to keep in mind that can provide some guidance.
         

         
          First, we don’t want to reduce treatment intensity if there’s a good chance that
            the person is going to regress. It’s important to consider in this regard where the
            person is in her or his recovery. I often use the metaphor of climbing a mountain.
            When a person is climbing a very steep mountain—which the beginning of therapy can
            feel like—it’s pretty easy to slip backward. As treatment progresses and the person’s
            symptoms go down, the slope of the mountain flattens out so it’s easier to hold on
            to the ground one has gained and to continue to make progress. If a person’s recovery
            seems to be tenuous, then it’s not a good idea to cut back on the level of treatment.
         

         
          One of the best indicators of whether treatment is going well and is likely to be
            helpful is whether a person is diligently doing exposures and not doing rituals.1   The ability to do self-directed exposures (without the presence of a therapist)
            is a particularly important predictor of whether the person can stay on track with
            less frequent treatment.2   From a clinical perspective we would want to see that a person is making steady
            progress before considering reducing the level of care.
         

         
          Encouragingly, there’s good evidence that progress doesn’t have to stop once treatment
            is over. In one of the longest follow-up studies to date, individuals who had completed
            nine weeks of ERP were contacted six to eight years after their treatment ended. OCD
            severity scores were slightly lower at the follow-up assessment, showing that treatment gains tend to be maintained long
            term following ERP for OCD. Depression scores actually improved significantly from the end of treatment to follow-up.3  
         

         
          In the end it’s important to learn to manage life while continuing in recovery from
            OCD. After all, OCD tends to be a chronic condition and will need to be managed for
            the long haul. Returning to life when clinically appropriate also sends a strong message
            to oneself that life consists of more than OCD and of more than OCD treatment. Building
            a life of meaning and purpose that’s not focused on OCD is an essential part of recovery
            from the illness.
         

         
         ____________________
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       While I sat in disbelief, I suddenly remembered Dr. Moore was still on the telephone.
         It wasn’t easy, but I tried to contain my emotions and continue the conversation.
      

      
       “Please disregard that e-mail,” I said. “As you can see, the staff at St. Joseph’s
         hasn’t been totally candid with us. We’re in the process of removing Dan from the
         program, and he’ll be back at school. My husband and I believe with all the support
         he’ll have this coming year, he can be successful. If he isn’t, then we’ll deal with
         it. At the very least he deserves the chance to pursue his dream. As you well know,
         even during that horrible time at the end of last semester, he was able to pull it
         together and complete his courses successfully.”
      

      
       “Of course I remember that,” Dr. Moore said. “That’s what I told the social worker
         when she called to ask about a reduced course load for him.”
      

      
       “Oh, Sharon? She didn’t mention you spoke about last semester.”

      
       “Well,” Dr. Moore said, “I told her I was so impressed with what Dan was able to
         do last year. Obviously I don’t have an inkling of what he was going through. But
         what I saw was a young man with determination, resolve, strength, passion, and desire,
         even in the most dire of circumstances.”
      

      
       Tears welled in my eyes. I’m not sure if they were from hearing Dr. Moore speak so
         highly of Dan or from the realization that most of those words no longer described
         my son. “So you told all this to Sharon?” I wanted to be certain I understood her
         correctly.
      

      
       “Yes, of course.”

      
       I thought back to yesterday’s meeting, when I’d asked Sharon if Dr. Moore had said
         anything else. Sharon replied that Dr. Moore had mentioned how difficult sophomore
         year was, but she hadn’t told us all the wonderful things Dr. Moore said about Dan.
         Why not? My anger was coming back full force, but at least this time I hadn’t forgotten
         Dr. Moore was still on the telephone.
      

      
       “Thanks for taking the time to talk with me,” I said. “And you’ll disregard Dan’s
         e-mail?”
      

      
       “Absolutely. I’m really looking forward to seeing him next month.”

      
       I hung up the phone, still shocked. I felt deceived by the staff at St. Joseph’s.
         I sat for a few minutes, trying to regain my composure. As upset as I was, I knew
         we needed to do what was best for Dan.
      

      
       “Let’s say for argument’s sake Dan stays at St. Joseph’s another month,” I said to
         Gary. “He’s feeling better, or maybe he isn’t, but either way he realizes not going
         back to school was a big mistake. What will happen then, when he’s depressed, living
         with his parents, and floundering without any structure or direction?”
      

      
       “Nobody from St. Joseph’s will be around to help him then,” Gary said.

      
       I thought back to the evening before, when Gary and I had called Dan on the hall
         phone. We’d asked about visiting over the weekend, and he’d answered, “I don’t know,
         I’ll have to check with Scott.” He’d sounded down and defeated, and I attributed it
         all to our meeting.
      

      
       Now, of course, I realized there’d been a lot more going on. It wasn’t like him to
         be deceitful, and I’m sure the fact he’d gone behind our backs weighed heavily on
         him. He’d been put into a no-win position, feeling pressured to make major life decisions
         while trying to please those he cared about, all the while still very much struggling
         with his OCD.
      

      
       I updated Mark on the events of the past two days. “This reinforces what we talked
         about,” he said. “It’s time to focus all your energy into getting Dan out of St. Joseph’s.”
      

      
       Gary and I decided to be proactive and sent the following e-mail.

      
         Hi Sharon and Scott,

We understand Sharon was contacting the insurance company today though we’re not really
            sure why.
         

         
          We don’t want to wait until Tuesday the twenty-second to discuss Dan’s release date.
            When I spoke with you, Sharon, you told me Dan would be released by the end of July.
            We’d like to know the exact date and want to begin the process of transitioning.
         

         
          We’re getting the feeling there is some stalling going on and want to make it clear
            we want Dan home by the end of July.
         

         
          We’re concerned about him, as it seems he is regressing in certain ways. He is becoming
            institutionalized and has become too dependent on the program. We think it’s fair
            to say the longer he stays at St. Joseph’s the harder it will be for him to adjust
            to the outside world.
         

         
          We realize Dan has significant OCD and will need continued treatment. We just feel
            at this time the best thing for him is to come back into the real world and be with
            his family and friends.
         

         
          Please reply with the date of his release.

Thank you.

         
         Janet and Gary

      

       While there was no mention of Dan going back to school, it was the proverbial elephant
         in the living room. We all knew the issue of him returning to Carson was a major factor
         in our wanting him home. He might not end up going back to school, but he wouldn’t
         even have that option if he stayed at St. Joseph’s much longer. Fall semester at Carson
         began in mid-August.
      

      
       Scott replied and assured me that Dan was spending more time each day outside of
         St. Joseph’s and that he would continue this trend. He stressed that while Dan was
         receiving a lot of support from the program, the very core of his treatment plan required
         him to act independently.
      

      
       “Scott appears to be addressing my concerns regarding Dan’s dependency on the program,”
         I said to Gary, “but I don’t understand his reasoning. Just because he’s able to leave
         the four walls of the clinic doesn’t mean he’s not dependent on it.” 
      

      
       “What stands out for me is there’s no mention of a termination date,” Gary said.
         He sounded weary. 
      

      
       “Of course not. They’re planning for Dan to stay another month. It’s mind boggling
         to me that nobody has discussed this with us.” I was becoming increasingly agitated
         and was still upset when Scott and Sharon called a few minutes later. I didn’t want
         to talk with them but knew we had to. Gary got on the other line.
      

      
       “We want to discuss your e-mail,” Sharon said. That was all I heard as her voice
         became muted by the thought in my head I couldn’t shake. They know about the e-mail Dan sent to Dr. Moore, yet they’re saying nothing about
            it. I tried to understand the situation from their point of view but always came back
         to the fact that these major life decisions were being made behind our backs. I forced
         myself to tune back in to the conversation as Scott said, “So we feel it’s important
         for Dan to make his own decisions.” I had no idea what this had to do with my e-mail,
         but I knew he was talking about school.
      

      
       I was surprised to hear the edge in my voice. “It’s funny,” I said. “When Dan was
         having difficulties with food, you and I had a conversation. You said that because
         of his OCD he wasn’t even capable of making decisions of when, what, and how much
         he should eat. We all needed to make those decisions for him. But now you have no
         qualms about letting him make major life decisions on his own.”
      

      
       There was silence for a moment and no direct response to my comment. “Well, Dan and
         I have been doing some brainstorming,” Scott said, “and we think he might just need
         to go a different route to find happiness. For example, he could be an art teacher.”
      

      
       If I wasn’t so drained from the events of the morning, I probably would’ve gone into
         a tirade. Instead, I just held the phone and shook my head. That’s ridiculous, I said to myself, only to realize I’d actually spoken the words aloud. Woops.
      

      
       “While there’s certainly nothing wrong with being an art teacher,” I said, trying
         hard to remain calm, “it’s nothing Dan has ever expressed even the most remote interest
         in. His lifelong dream is to be an animator.” I remembered Mark’s advice. “All we
         want is the date he’ll be terminated.”
      

      
       They dodged our request, and that was the end of our conversation. As soon as we
         hung up, we looked at each other and knew: if they wouldn’t give us a date, we’d give
         them one.
      

      
       “How about August 1?” Gary said.

      
       “Sounds good to me.” I was relieved to be making some progress. “That’s less than
         two weeks away, it coincides with the end of a payment period, and it gives the staff
         some time to help him with the pending transition.” We decided to tell everyone about
         our decision at the next Tuesday meeting.
      

      
       I had plans to take Dan to lunch over the weekend and called him on a hall phone
         to confirm. He sounded sad and irritated. “Are you okay?” I asked.
      

      
       “No.”

      
       “What’s wrong?”

      
       “I have OCD.”

      
       This snide response was out of character for him, and I attributed it to all the
         stress he was under. “He’ll do better once he leaves St. Joseph’s,” Mark said, “but
         the transition could be tough. At some level, and maybe this isn’t the right wording,
         but he loves it there. It’s a haven with people he cares about and admires. It’s almost
         as if he has Stockholm syndrome.”
      

      
       I kept Mark’s words in mind when I picked Dan up for lunch that Sunday. He looked
         okay; I’d certainly seen him look a lot worse. But he seemed extremely tired and his
         voice sounded flat. I wondered how much his medication was affecting him.
      

      
       “Want to walk a little before we eat?” I asked.

      
       “Sure.”

      
       We walked for a while and I realized that, except for one little skip, there was
         no noticeable ritualizing. But he was all doom and gloom. While he spoke I thought
         back to another walk we’d taken earlier in the summer, when we were by the pond and
         he had commented that he felt so lucky to only have OCD. He’d done a complete turnaround.
      

      
       I tried to give him the same pep talk Mark so often gave me. “Honey, I know this
         is hard for you to believe right now, but this really is just a bump in the road for
         you. You have a wonderful life ahead of you.”
      

      
       “This isn’t a bump in the road,” he said in his monotone voice. “It’s a huge pothole,
         and I’ve felt so awful for so long. I still have so much anxiety, it’s hard to function.”
      

      
      
         
         
         
         OCD and Depression

         
         For OCD sufferers, depression is a common co-occurring condition; about a third of
            individuals with OCD are currently depressed, and another third will experience depression
            at some point.1   More often than not the OCD comes first and may be a contributing factor to the
            development of depression. For example, the loss of hope associated with extended
            bouts of OCD can lead to major depression, as can the loss of important activities
            and relationships due to OCD’s interference.
         

         
          When depression is added to OCD it changes the clinical picture. OCD tends to be
            more severe among depressed persons (with severity scores generally around 15 percent
            higher) and is associated with greater impairment.2   Depression also raises the likelihood of hospitalization and, not surprisingly,
            puts the OCD sufferer at increased risk for attempting suicide.3  
         

         
          Unfortunately, severely depressed OCD sufferers are not as likely to benefit from
            treatment. For example, one study found that the treatment response rate with ERP
            (with or without medication) fell from 88 percent for nondepressed individuals to
            45 percent among those with severe depression; the rate was 77 percent for individuals
            with both mild and moderate depression.4   Thus there was not a marked decrease in treatment response until individuals were
            severely depressed, and even among this group approximately half of those who received treatment
            significantly benefited from it. The decrease in treatment efficacy probably happens
            because it’s hard to engage in treatment when depression is really bad.
         

         
          Clearly it’s important to determine if a person with OCD is depressed. With severe
            depression it may be necessary to focus on treating the depression in order to allow
            the person to fully participate in treatment for OCD.
         

         
         ____________________
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       Once again, his depression prevented him from remembering even one happy moment in
         his life. “Obviously you’ve suffered a long time without us knowing,” I said, “but
         you’ve also had a lot of good times. I know. I was there. It’s as if they’ve been
         erased from your memory. I know you’ve had some enjoyable times, even in the past
         few months.”
      

      
       “When? Name one time.”

      
       “Well, how about that basketball game you went to with Dad for his birthday?”

      
       “Oh yeah. That was a great day.”
      

      
       We ended up at a diner. When the waiter botched my order for the third time, I complained.

      
       “Wow, that was assertive of you,” Dan said, impressed. “Scott would be so proud of
         you.”
      

      
       I cringed. “I can be assertive when I need to be.”

      
       Lunch was pleasant and his mood lightened a bit, but I was worried about the conversation
         to come. When we were done eating, I took his hand and calmly said, “I know about
         the letter you and Scott sent Dr. Moore. I spoke with her on the telephone, and she
         told me about it.”
      

      
       Dan seemed genuinely confused. “Letter? What letter? We didn’t send any letter.”

      
       “Okay then, the e-mail. The one where you said you weren’t returning to school.”

      
       “Oh, that. Yeah, I sent it. But it’s not 100 percent definite. We still have to talk about
         it.”
      

      
       While I was trying to figure out whom the “we” referred to, he smiled. “It’s not
         that I don’t want to go back to school; it’s just that I need to do the opposite of
         what you want.” He appeared to be joking, but I had no doubt there was some truth to that
         comment. Could it be that Dan asserting himself against his mother would surely make
         Scott proud of him? Was this part of his therapy?
      

      
       “We can talk about this school stuff on Tuesday,” he said.

      
       “I’m happy to listen to anything you have to say, now or on Tuesday, but I won’t be discussing school anymore until you leave St. Joseph’s. Actually, I don’t
         want you to worry about school now, either. Just concentrate on your treatment and
         getting well.”
      

      
       I wasn’t sure why, but my comment really bothered him, and he persisted in trying
         to convince me we should discuss school on Tuesday. It didn’t work, and he got annoyed.
         “But I have a whole list of other reasons why I shouldn’t go back.”
      

      
       It had taken me a while, but I’d finally learned my lesson. The more I kept my mouth
         shut, the more everyone else talked. And now I knew that Dan, most likely as part
         of his therapy, had already been preparing for Tuesday’s meeting. I didn’t tell him
         I knew about his decision to stay at St. Joseph’s for another month. We had plenty
         of other issues to deal with. One thing at a time.
      

      
       “I’m sorry I didn’t tell you about that e-mail, Mom.” He looked sincere.

      
       “That’s okay, honey. These are tough times for all of us. I just want you to know
         that I love you very much and I’d do anything for you. Whatever happens, you know
         I’m always here for you.”
      

      
       “Really?” Dan said. He was totally surprised, almost shocked.

      
       My heart dropped as I realized that, somehow, my son had stopped believing what he’d
         always known as true. Why didn’t he know that anymore? Was he, for lack of a better
         word, brainwashed? “Dan,” I said, looking into his eyes. “It’s me. Mom. When in your
         life have I ever not been there for you?”
      

      
       “Yeah, I guess you’re right,” he said, but I’ll never forget that look of astonishment
         on his face. As we talked on the way back to the car, a lilt replaced his monotone.
         “I can’t wait to get back to Bridgeville and see all my friends,” he said.
      

      
       Even though I knew I’d be seeing him two days later at our Tuesday meeting, it was
         hard to watch him walk through those doors. While his stay at St. Joseph’s had been
         somewhat of a godsend, it had also affected him in ways we could not have imagined.
         We never expected his life course to be questioned and altered, or his dreams to be
         shattered. At the very least, one thing was clear from the hour and a half I’d just
         spent with my son. He was as confused and ambivalent as ever.
      

      
      
   
      Chapter 8

      St. Joseph’s to the Rescue?

      
         
         

         

         
         
         
         
      

      
      The next morning Sharon called. “Good news from the insurance company.” She sounded
         cheery. “Dan has unlimited benefits and can stay here as long as needed.”
      

      
       Huh? What about the conversation she and I had recently, when she said he’d be terminated
         by the end of July? Did she think we’d forgotten about that? Neither the staff nor
         Dan knew we were aware he planned to stay another month.
      

      
       I probably should have kept my mouth shut, but I couldn’t. “Thanks for the information,
         but we’re taking Dan home on August 1.”
      

      
       Silence. “This isn’t what he’s expecting,” she said. I could sense her suspicion
         about our motive. Our conversation ended abruptly with terse good-byes.
      

      
       Dan was outside when Gary and I arrived for our Tuesday meeting; it was the first
         time we’d seen him on the grounds by himself. “I’m doing some exposures,” he said.
         “I’ll be upstairs in a minute.” He looked worn out and exhausted. I wondered whether
         anyone had told him about his upcoming termination, but I didn’t ask.
      

      
       “Okay, see you upstairs, honey,” I said lightly. Inside I was a wreck.

      
       Once we were all settled in Sharon’s office, I brought up Dan’s termination immediately.
         “Thank you for everything you’ve done for Dan,” I said. “He’s made a lot of progress,
         but now it’s time for him to come home. He’s been here more than seven weeks, is showing
         signs of becoming institutionalized, and is too dependent on the staff. The longer
         he stays the harder it will be to reacclimate to the outside world. We also sense
         our relationship with the staff is becoming destructive and adversarial, and I’m sure
         no one wants that.”
      

      
       Nobody stopped me so I kept talking. “We feel Dan has regressed in some ways.” I
         spoke directly to Dan. “Honey, you seem more confused than ever about your life. You’re
         dependent on Scott to figure out how you feel. Sometimes I can’t tell if it’s you
         talking or him. It’s time to leave St. Joseph’s so you can think for yourself. Your
         reasoning has become distorted because you’ve been here so long. You’re only seeing
         the world from the standpoint of OCD. You need to come home so you can just live your
         life. Then whatever will be will be.”
      

      
      
         
         
         
         Side Effects of Residential Treatment

         
         For many OCD sufferers, residential treatment is a lifesaver. The intensive focus
            on treatment and being supported by a team of experts can mean the difference between
            staying sick and getting well. At the same time, an extended stay on an inpatient
            ward might have less desirable effects that are important to keep in mind.
         

         
          One problematic effect of an inpatient stay is seen when the hospital setting starts
            to feel more like “home” than home does. While it’s good for the person to feel comfortable
            in the residential facility, the goal of treatment is to help individuals thrive in
            their normal settings. A related concern is when a person begins to feel apathetic
            about events outside of the ward, as though what happens within the walls of the hospital
            is all that matters. These tendencies have been labeled “institutionalism syndrome”
            and also include a lack of initiative and a desire to stay in the hospital.1  
         

         
          Some aspects of inpatient settings are relatively unavoidable, such as loss of autonomy
            and restriction of options. Hospital staff can emphasize the control and choices that
            a person does have on an inpatient unit, yet realistically it’s hard to compare the
            highly structured and bounded nature of residential treatment to the endless options
            that life on the outside affords: where to go, whom to see, what to avoid, and so
            forth. The longer a person exists in these conditions, the more difficult it might
            be to reenter the world.
         

         
          All treatments for OCD have pros and cons, and residential treatment is no exception.
            Individuals with OCD and their family members can collaborate with treatment team
            members to determine when the point of diminishing returns has been reached and when
            it’s time to transition to a less intensive form of treatment.
         

         
         ____________________
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       I sat back, pleased I’d gotten through my little speech. That wasn’t so bad. I had no idea what was coming.
      

      
       I looked over at Dan, who was shaking more than at the previous week’s meeting, if
         that was possible. He started talking, his voice trembling. “I want to stay at St.
         Joseph’s as long as possible so I can take advantage of their intensive therapy. This
         is the best place in the world, with the best people, and I’m just really starting
         to make progress. Don’t you want me to be happy? Don’t you want me to have a good
         life? I need to stay here now if that’s ever going to be a possibility. Please let
         me stay.”
      

      
       My heart was breaking. Never before had our son begged us for anything. My mind was
         muddled as I struggled to trust my instincts. They were nowhere to be found. I looked
         over at Gary and could see the pain etched on his face.
      

      
       “Of course we want you to have all that, Dan.” I didn’t know what else to say.

      
       Once again, this conversation was about returning to Carson, without anyone actually
         mentioning school. If we allowed Dan to stay at St. Joseph’s longer, he wouldn’t have
         the option of returning this year. He’d have to reapply for the next year if he wanted
         to go back, and there was no guarantee of readmission into his program. Part of me
         wanted to say, “Sure Dan, stay as long as you like,” because he was begging us to
         do so, and all we wanted, really, was for him to be happy and healthy. But I couldn’t
         say yes to his plea, and I took that as a sign that staying at St. Joseph’s, for all
         the reasons we’d previously discussed, was the wrong thing to do.
      

      
       I glanced at Gary. His anguish was still visible. “Dan,” I said, trying to keep my
         voice from shaking, “you can continue your therapy in Bridgeville, but you need to
         come home by August 1.”
      

      
       “But you have no idea what I’ve been through, or how bad things were for me,” Dan
         said, not giving up and more emotional than he’d been in a long time. “There were
         times at school when I stood in the same place outside for four hours, or the time
         I stayed in a bathroom stall for even longer, because my OCD wouldn’t let me move.”
      

      
       “I understand what you’re saying, honey,” I said, hoping the heartache I felt wasn’t
         showing on my face. I don’t know why his confession shocked me so much. This was the
         very condition I’d found him in when I arrived in Bridgeville three long months ago.
         Before I took him to the hospital, he was prepared to sit in a chair in my motel room
         for eight hours. It’s just that I tried not to think of those days; it was too hard.
         And it was even more difficult for Dan, I’m sure. I think he was so terrified of relapsing
         he just couldn’t go on with his life. It was easier to stay at St. Joseph’s.
      

      
       I turned toward my trembling son and said, “It’s time to come home. The program is
         starting to have some negative effects on you.”
      

      
       “Like what?” he demanded, agitated.

      
       “Well, for one thing,” I said, feeling a little annoyed myself, “the real Dan wouldn’t
         have sent that e-mail to Dr. Moore behind our backs.”
      

      
       “Well,” Dan said, “I haven’t been the real me my whole life. I’ve been controlled
         by my OCD. That was the real me who sent that e-mail.”
      

      
       I gave him a look that said, “C’mon Dan, give me a break.”

      
       Sharon spoke, addressing me patronizingly. “Why is it so hard for you to believe
         this is the real Dan now? His OCD notwithstanding, people do change you know.”
      

      
       “I know that.” I was trying to remain calm, though I felt as if I might explode.
         “But I also know my son. Some of his thoughts and actions over the years may have
         been dictated by his OCD, but the essence of Dan, who he is, is still the same. Nobody,
         not even Dan, can convince me otherwise.”
      

      
       There was nothing left to say. Dan let me hug him good-bye, but he was still visibly
         upset. I felt sick to my stomach, and as Gary and I walked to our car, I was already
         second-guessing myself. “I sure hope we’re doing the right thing.”
      

      
       “We want to give him a chance to go back to school, so it’s the right thing,” Gary
         said. “But it’s heartbreaking to see him like this.”
      

      
       “Yeah.” I got into the car and the tears flowed. It felt good to cry, and when I’d
         finished, Gary and I tried to make sense of everything.
      

      
       “Even if we were completely happy with the way things were going at the clinic,”
         Gary said, “I still don’t think it’s worth an extra month at St. Joseph’s to jeopardize
         his chances of returning to Carson.”
      

      
       “But it was so hard to see him like that, begging us to let him stay.”

      
       “I know,” Gary said, his tone gentle. “I think a big part of the problem is Dan will
         miss Scott terribly, as Mark said. Isn’t that all the more reason he should leave?”
      

      
       I nodded, thankful for the support we’d gotten from Mark, Dr. Vogel, and Dr. Moore.
         If it hadn’t been for them, we might well have left Dan at St. Joseph’s. When the
         experts are telling you one thing, it’s difficult to contradict them, even if your
         heart tells you otherwise. We needed to remind ourselves that as Dan’s parents, we
         knew him better than anyone, and our thoughts, feelings, and opinions deserved consideration.
      

      
       That very afternoon I sent an e-mail to Sharon confirming Dan’s termination date
         of August 1. I wanted it in writing. I also wanted to shift our focus to how we could
         help him transition once he left the program. I asked her for suggestions.
      

      
       She sent me a long reply, detailing how important it was for Dan to develop a daily
         regimen and stick to it. He needed to continue doing self-directed exposure and response
         prevention (ERP) therapy daily and maintain a consistent eating and sleeping schedule.
         She stressed the importance of Dan making time for friends, family, and leisure activities.
         If we noticed him ritualizing, Sharon recommended we encourage him to use the tools
         he learned at St. Joseph’s to push through and not give in to his compulsions. Residents
         often see an increase in their symptoms once they are discharged, she said, and may
         need to work extra hard to stay on track and maintain their gains. Sharon made it
         clear we should have normal expectations for Dan; he should make his own decisions
         when appropriate and be able to participate in spontaneous activities. She ended by
         saying if Dan relapsed or wasn’t responding to our support, we should contact his
         new treatment providers immediately.
      

      
       It all seemed straightforward enough, yet this e-mail provoked intense anxiety in
         me. Were we really doing the right thing? What condition would Dan be in? Would he
         be able to function? Would  we   be able to function? I decided to arrange another telephone meeting with Dr. Vogel,
         since he’d be Dan’s therapist in Bridgeville. 
      

      
       “I think we can expect Dan to regress a little once he’s home, as he adjusts to life
         outside of St. Joseph’s,” he said. “Now what’s going on with school?” 
      

      
       “Well, we really feel he should go back, but we’d never force him to do anything
         he truly doesn’t want to do. Right now he’s saying it’ll be too hard for him. We’re
         hoping he’ll change his mind once he’s home.” 
      

      
       “It really would be best for him to get back to school, or else it will be just him,
         his OCD, and his treatment, and that’s not healthy,” Dr. Vogel said. “You’ll have
         to play it by ear, and you don’t want to come on too strong, but you should definitely
         convey a message of confidence, letting him know that one way or the other, things
         are going to work out.” 
      

      
       Dr. Vogel’s words were refreshing to me: none of that “us against them” attitude.
         
      

      
       “The other thing that’s really important,” he said, “is to involve you and Gary,
         at least in the beginning, in Dan’s therapy. He needs support and structure, especially
         if he’s not in school, and a vital part of treatment involves family.” 
      

      
       “I feel so much better after talking with Dr. Vogel,” I later said to Gary. “What
         he’s recommending for Dan is the exact opposite of what’s been happening at St. Joseph’s.
         I also scheduled an appointment for the three of us to see him on August 18.” 
      

      
       “So Dan will be going from daily therapy at St. Joseph’s to seventeen days with no
         therapy,” Gary said. 
      

      
       “That’s right. But who’s counting?” 

      

      

      We planned to take Dan out to lunch his last Sunday at St. Joseph’s. When we arrived
         we were told he didn’t have to be back until nighttime, so we decided to head home
         for the day. He seemed fine; I was relieved he wasn’t angry with us after Tuesday’s
         meeting.
      

      
       “So what do you want to do once we get home?” I asked him.

      
       “I don’t know. Just hang out with the cats I guess.”

      
       I realized Dan hadn’t relaxed in his own home for eight weeks now, so I was glad
         he had this opportunity. Ava was away at summer camp, and Lainey hadn’t moved back
         home yet, so there was nobody there except the cats and us.
      

      
       Once home, however, Dan seemed out of sorts and anxious. “I’m going to rest,” he
         said. I peeked into his room a few minutes later and saw him sleeping peacefully under
         the same blue and yellow comforter he’d used for years. I remembered my happy little
         boy and ached to have him back. For now he was gone, but I vowed to do everything
         in my power to bring my son back to himself. He slept until early evening and then
         sheepishly confessed, “Guess I was really tired. We’re not supposed to sleep on weekends.”
         On the ride back to St. Joseph’s, I felt mixed emotions. On one hand I was thrilled
         he’d be home in five days, and on the other hand, I was terrified he’d be home in
         five days.
      

      
      
   
      Chapter 9

      Termination Day

      
         
         

         

         
         
         
         
      

      
      At our final Tuesday meeting, Sharon said, “We need to talk with your parents about
         what happened last night.” Dan nodded.
      

      
       I hate when you know something bad is unfolding before you and there’s nothing you
         can do about it. That’s not to say I haven’t tried at times: I’m done. I’m out of here. Stop time. But it never works.
      

      
       Sharon kept talking. “Dan was having thoughts of cutting himself, so he did the right
         thing by telling the staff. They brought him some ice to hold, which is often helpful.
         The cold is painful and often relieves the urge to harm.”
      

      
       “Any idea what brought that on, Dan?” I asked. I was almost certain I knew the answer.
         He just shrugged; he’d never felt comfortable discussing his cutting with us.
      

      
       “Well, I know he’s anxious about leaving,” Sharon said. “We’ve also talked about
         stress that comes with feeling better and getting on with your life.” She looked at
         Gary and me. “Don’t be afraid to ask questions. Ask him how he’s feeling. If he has
         the urge to cut there are things he can do, and giving him ice is one of them.”
      

      
       I felt overwhelmed and took some deep breaths to keep my mind from spinning. One step at a time.

      
       Dan spoke. “I’m not going back to school. It’s my decision and I’ve made it on my
         own. I’ll get a job at a supermarket, maybe take some courses, and work on ‘general
         living.’ I’ll also do lots of animation on my own. Or I could get a job at Carson.
         Maybe I could work for the admissions office and give tours.”
      

      
       I immediately conjured up a picture of Dan walking backward on campus, leading a
         tour of prospective students and their parents. They’re following him, listening intently.
         I imagined their conversation. “So what’s your major?” they’d ask him.
      

      
       “Oh, I’m not a student here anymore. I had some health problems so I dropped out,
         and now I’m afraid to come back. But it’s a great place.”
      

      
         Yeah, that would go over big. I’m sure admissions would love to have him as a tour guide. I felt guilty for mocking his idea, even just to myself, but I was so tired and stressed
         over school, I needed comic relief.
      

      
       Dan was waiting for a response. “We’ll definitely talk more about this when you’re
         home,” I said, proud of my self-control. But then my mouth took over. “But just think
         about it, honey. When you feel better in a couple of weeks, or even a couple of months,
         do you think you might regret not giving school a try?”
      

      
       Without hesitation he said, “I won’t feel better in a couple of months.” A pause.
         “So if I don’t go back to school, can I still live with my friends?”
      

      
       “Of course not.”

      
       Gary spoke. “For one thing, it’s too expensive. I’m also concerned it’ll be too stressful.
         If you go back to school we can discuss it. If you don’t go back, there’s no question
         you have to live with us.”
      

      
       “If you think living in that house will be too stressful for me, I can tell you going
         back to school would be much worse,” Dan said, annoyed. “Anyway, I have some money
         saved, and I can use it to live in the house. I need to be independent. I want my
         freedom.”
      

      
      
         
         
         
         Transitioning from a Residential Program to the Outside World

         
         Leaving a residential program presents many challenges under the best of circumstances,
            and careful planning is needed to ensure a smooth transition.
         

         
         One of the most important considerations is that the step down in treatment should
            not be too big. For example, it most likely would not be wise to go from residential
            treatment to once-weekly outpatient exposure and response prevention (ERP). The residential
            treatment team will make recommendations about the level of follow-up care—for example,
            intensive outpatient or partial hospitalization program—whether it happens at the
            same facility or elsewhere. The step-down treatment needs to be in place before the person leaves the residential facility so the transition can be as seamless as
            possible. The individual with obsessive-compulsive disorder  (and often family members)
            should be in contact with the new therapist (and psychiatrist, if applicable) and
            know when the first treatment session will be—ideally within a day or two of discharge.
            Communication between the residential facility and outpatient providers is also strongly
            recommended.
         

         
         In most cases family involvement can be a crucial part of the process. Family members
            often have a perspective on their loved one that the treatment team cannot have and
            can provide crucial input into the transition planning. For example, parents may know
            about specific situations or activities that are likely to help or hinder their loved
            one’s recovery.
         

         
         Thoughtful and collaborative planning can allow treatment progress to continue as
            individuals leave residential treatment, giving them the best chance to succeed in
            the next step of their recovery.
         

      

      
       “Believe me,” I said, “there’s nothing I want more than for you to be independent.
         But how will you live there if you can’t use your cell phone, drive, or go into the
         supermarket? I think the best way for you to work toward independence is to stay in
         school so you can graduate and get a good job you’ll enjoy, all the while continuing
         therapy and moving forward. You think your plan will make you independent, when in
         reality all it’s doing is extending your dependency on us as you avoid pursuing your
         life’s goals.”
      

      
       “Well maybe that’s why I should stay at St. Joseph’s, because I still can’t do all
         the things you just mentioned,” he said. Now he was angry.
      

      
       I’d rarely seen him this upset and was annoyed that I’d allowed the conversation
         to go this far. “We’ll talk about everything when you come home,” I said. In the months
         to come, I’d review this conversation in my head numerous times before I truly understood.
         While Dan had spoken about wanting freedom from his family, that’s not what he really
         meant. What he desperately wanted and needed was freedom from his OCD.
      

      

      

      That evening, Dan e-mailed and asked me to call him. “I want to talk to you because
         I feel you weren’t taking me seriously or really listening to me today,” he said.
         He was calmer and sounded more like himself. “I want to go back to school more than
         anything, but I know if I do, I’ll go back to ritualizing and I absolutely don’t want
         that. I still do some now, but it’s so much better than before. The stress of school
         would be too much for me. I’m not saying that to be negative. I’m just being realistic.
         As much as I want to go back, it’s not worth the toll it’d take on my health. And
         I hate to even think about it or say it, but I’d probably start cutting myself again.
         I know I’ll have to live with you, and I’m okay with that.”
      

      
       “I’m so glad we talked, Dan,” I said. “I want to hear more of what you’re thinking.”

      
       “My anxiety levels are as high now as they were last semester because I’m doing so
         much less ritualizing,” he said. “I can barely walk from point A to point B without
         having a panic attack. What I really want to do is put all my efforts into therapy.
         I know I can’t do that and schoolwork. If I go back to school I won’t have time to
         concentrate on my OCD.”
      

      
      
         
         
         
         OCD versus Panic Disorder

         
         People with OCD by definition feel really upset when they encounter obsession-related
            stimuli. Not uncommonly these upsetting feelings can be so intense that they trigger
            a panic attack, which is a bout of fear that usually involves physical symptoms such
            as a rapid heartbeat, shortness of breath, and dizziness, among others. Panic attacks
            also frequently involve feeling “out of one’s body” or other altered senses of reality.
         

         
          Having a panic attack does not necessarily mean that a person has panic disorder,
            a type of anxiety disorder. In fact, the majority of people who have a panic attack
            do not have panic disorder, which is experienced by about 4 to 5 percent of people
            in their lifetime.1   In order to meet criteria for panic disorder, a person has to have other symptoms
            such as worrying about when the next panic attack will occur and fearing that the
            attacks mean something terrible—such as the person is having a heart attack. People
            with panic disorder also often avoid places where panic is likely, such as bridges
            and elevators.2  
         

         
          Existing research suggests that about one out of five individuals with OCD will also
            meet criteria for panic disorder.3   So how do we tell if a person with OCD warrants an additional diagnosis of panic
            disorder, versus having panic attacks that are accounted for by the OCD-related fear
            responses?
         

         
          The key question is whether the person’s fears are about having panic attacks themselves
            or simply about the situations that trigger the panic. If the panic is just a manifestation
            of the person’s extreme fear of OCD-related things, then an additional diagnosis of
            panic disorder is unlikely. However, if the panic attacks are a concern in and of
            themselves, and if they are triggered by situations that are unrelated to the person’s
            OCD, then a panic disorder diagnosis is likely.
         

         
          This diagnostic question has very important implications for treatment. If OCD fully
            accounts for the panic attacks, then exposure and response prevention alone is probably
            the right treatment choice. If panic disorder and OCD are both present, then the treatment
            plan may need to address the panic disorder directly. For individuals who choose to
            take medication, fortunately both panic disorder4   and OCD tend to respond to selective serotonin reuptake inhibitors (SSRIs).
         

         
         
         ____________________

         
         1. Ronald C. Kessler, Patricia Berglund, Olga Demler, Robert Jin, Kathleen R. Merikangas,
               and Ellen E. Walters, “Lifetime Prevalence and Age-of-Onset Distributions of DSM-IV
               Disorders in the National Comorbidity Survey Replication,”  Archives of General Psychiatry 62, no. 6 (June 2005): 596.   

         
         2. American Psychiatric Association,  DSM-5, 208–10.   

         
         3. Ricardo C.  Torresan, Ana Teresa A. Ramos-Cerqueira, Roseli G. Shavitt, Maria Conceicao
               do Rosario, Maria Alice de Mathis, Euripedes C. Miguel, and Albina R. Torres, “Symptom
               Dimensions, Clinical Course and Comorbidity in Men and Women with Obsessive-Compulsive
               Disorder,”  Psychiatry Research 209, no. 2 (2013): 190.  

         
         4. Abraham Bakker, Anton J. L. M. van Balkom, and Philip Spinhoven, “SSRIs vs. TCAs
               in the Treatment of Panic Disorder: A Meta-analysis,” Acta Psychiatrica Scandinavica 106, no. 3 (2002): 165.   

         
         
         

         
      

      
         There it is again. That flawed thinking that he has to put his life on hold until
            his OCD is totally controlled. It seemed he wanted to re-create St. Joseph’s out in the real world. That was what
         he’d become comfortable with.
      

      
       “I’m so sorry you felt we weren’t listening to you today,” I said. “And I do understand
         what you’re saying. I hope you know we’d never make you do anything you truly didn’t
         want to do. How do you feel about talking with Dr. Moore and Dr. Vogel about the situation?”
      

      
       “That’d be fine, but I’d say I’m 90 percent sure this is what I should do. I’m just
         wondering, have you spoken with Dr. Vogel lately?”
      

      
       “Yes, I updated him on everything.”

      
       “What did he say?”

      
       “He feels strongly you should go back to school.”

      
       “Oh, that’s only because he doesn’t realize how bad off I really am. What did Dr.
         Moore say?”
      

      
       “She was incredibly complimentary.” I told him what she’d said. “She wants you to
         come back.”
      

      
       There was silence for a few moments. “Can you call again tomorrow?” he said. Of course
         I agreed.
      

      
       I relayed the conversation to Gary and then said, “It was the most genuine talk I’ve
         had with him in a long time. The other conversations we’ve had about school seemed
         scripted and rehearsed, and they never really sounded like Dan. Tonight, I felt like
         I was really talking to him.”
      

      
       That discussion with Dan quelled my anxiety, and I spent the next day happily preparing
         for his arrival home. I went grocery shopping and cooked some of his favorite foods.
         I cleaned his room and put fresh sheets on his bed. It had been a long time since
         I’d felt such excitement; it was as if we were expecting the king! My worries over
         him leaving St. Joseph’s dissipated, and I was thrilled he was coming home. There
         was still the issue of him returning to school, but I felt we were ready to face the
         next chapter, whatever that might bring.
      

      
       That afternoon, Dr. Parker, Dan’s psychiatrist at St. Joseph’s, called us. He’d never
         phoned us before, and we’d only spoken once in the nine weeks Dan had been at the
         clinic, when I’d asked about Dan’s medications.
      

      
       My first thought was something must’ve happened to Dan.

      
       “I understand Dan’s being terminated this Friday,” Dr. Parker said. His tone was
         quite serious. “I want to talk with you regarding his medications.”
      

      
       What a relief! “Oh great, thanks for calling. I’m sure that’ll be helpful.” I grabbed
         a pencil and pad of paper so I could take notes.
      

      
       “Well, it’s Wednesday and Dan’s leaving Friday, so what are you going to do?” Dr.
         Parker demanded. He was suddenly antagonistic.
      

      
       “Excuse me? What?”

      
       “I know you want Dan to go back to school. Don’t push him. I’m warning you. He isn’t
         ready, and things will take a turn for the worse if you make him go back.”
      

      
       It wasn’t so much what Dr. Parker said that was so shocking; it was how he said it. He was actually yelling at me. This man I’d never even met was attacking
         me over the phone. Stunned, I listened as he continued, his voice escalating. “Dan
         needs to take this year off. I know what I’m talking about. I’ve seen it over and
         over again, and you’re asking for trouble.”
      

      
       By this time, Gary had walked over to me and mouthed, “Who is it?”

      
       I looked at him with my mouth literally hanging open and, shaking my head, mouthed
         back, “I can’t believe this.”
      

      
       Dr. Parker kept going. “Dan was probably a lot worse off than you realized at the
         end of the last school year.”
      

      
       If I were able to get a word in edgewise, I would’ve explained that I knew exactly
         what condition Dan was in then because I was there, with him, for three weeks.
      

      
       But he had no intention of coming up for air, and while he continued his ranting,
         I decided his behavior wasn’t worthy of a response anyway.
      

      
       “I know Dan really well, and I recommend you allow him to live in that house with
         his friends,” he was saying. “The social interaction will be good for him. And you
         don’t have to worry about him partying or anything like that. He’s not like that.”
         Then he repeated, “Today is Wednesday, and Dan’s being terminated on Friday. What
         are you going to do?”
      

      
       Then, for the first time during his diatribe, he paused. That gave me the opportunity
         to speak, though I was still shocked and could barely respond. “We haven’t made any
         final decisions yet,” I muttered, though in retrospect I should’ve just hung up the
         phone once the yelling started.
      

      
       “Well, just keep in mind Dan doesn’t want to disappoint you.” He was still yelling
         but not quite as loudly. “He thinks you won’t love him if he doesn’t do what you want.”
      

      
       “What? That’s ridiculous.” The shock abated and now I was angry. “Why would you say
         such a thing? Our son absolutely knows we love him unconditionally.”
      

      
       Surprisingly, Dr. Parker had nothing else to say; we said our awkward good-byes,
         and I hung up the phone. I was still holding the pencil and paper, with not a word
         written down, and I was shaking.
      

      
       I called Mark immediately, and Gary listened in as I relayed the conversation to
         both of them. “He was way out of line, unbelievably so, as you already know,” Mark
         said. “I think there are a few things going on here. First, there are staff meetings
         regarding Dan, and everyone’s in agreement over the course of his treatment. We’re
         dealing with some pretty big egos here, and the truth is, they’re not used to families
         standing up to them. Usually what they say goes. You’re really crossing the line here,
         and it’s riling them up.”
      

      
       I was still trembling. I understood what Mark was saying, but Dr. Parker’s words
         hit a nerve, and they’d play over in my mind often once Dan left St. Joseph’s.
      

      
       “The other thing is,” Mark said, “St. Joseph’s does follow-up surveys on their ‘success’
         rates. Now the way they measure success is by severity of symptoms. So if Dan’s symptoms
         are 90 percent gone, but he’s not in school, that would be considered great, because
         his symptoms are 90 percent gone. It doesn’t matter what else is or isn’t going on
         in his life. However, if he’s in school, and his symptoms are only 50 percent gone,
         then that’s not so great for their statistics. So that’s where I think they’re coming
         from, and they’re letting you know how they feel. When Dan comes home and you discuss
         the program, you should acknowledge all the good things about it and how much it has
         helped him, but it really has been all about the symptoms. I feel you should be honest
         about the fact they haven’t done a good job of helping him think about his life and
         what he wants from it.”
      

      
       “So much of what Dr. Parker said couldn’t possibly have been thought through,” I
         said. “That comment about Dan living in the house with his friends even though he
         won’t be in school? How could that possibly be good for him? Everyone else will be
         in school, busy with classes and their own lives. What will he do all day? Work on
         his driving? Sketch a little? He’ll be alone most of the time, with no structure.
         Just him and his OCD.”
      

      
       “That’s absolutely true,” Mark said. “So try not to let this all bother you, and
         focus on the positive: Dan will be home in a couple of days.”
      

      
       Two hours after the infamous phone call, I was still shaking. “I think what’s bothering
         me most now,” I said to Gary, “is the realization that if it’s that easy for me to
         be affected by one phone call, imagine what it’s been like for Dan the last nine weeks.
         I know they probably weren’t yelling at him, but they’ve certainly gotten him to see
         things their way.”
      

      
       The phone rang again. I just stared at it. Not having caller ID, I was hesitant to
         answer. I decided if it was Dr. Parker, I’d hang up. “Hello?” I said gingerly.
      

      
       “Hi Mom.” It took me a second to process the voice.

      
       “Dan, where are you calling from?”

      
       “My cell phone.”

      
       This was amazing news. I couldn’t remember when Dan was last able to use his cell
         phone. “Good for you, honey.”
      

      
       “I want to live in the house with my friends and try to go back to school.”

      
       What? Did I really just hear that? I was still trying to grasp this information when
         Dan spoke again. “If I end up dropping out, can I still stay in the house?” He sounded
         nervous.
      

      
       “Well, glad you’re feeling confident,” I joked. “No, you’d have to live with us.”

      
       “Okay. Do you think I should e-mail Dr. Moore?”

      
       “Yes, I think you, or we, should talk to everyone we can at Carson.” Was I really
         having this conversation?
      

      
       “Okay, see you Friday. We can talk more then.”

      
       “Okay, see you soon, honey.” It was that quick.

      
       Gary came into the room and said, “Did the phone just ring?”

      
       “Yeah, it was Dan. He called to tell us he’s going back to school.”

      
       Gary gave me a quizzical look. “Are you serious?”

      
       “Yes.” We broke into big smiles and hugged.

      
      
         
         
         
         “Two Minds” in OCD

         
         Most important life decisions—whom to marry, where to go to college, what job to take,
            and so forth—involve a lot of uncertainty, and OCD sufferers often struggle with uncertainty.
            For this reason it shouldn’t be surprising that individuals with OCD are often “of
            two minds” and can have a hard time making decisions. They might delay making decisions
            until they believe they have “all the information,” or might forego making a decision
            altogether.
         

         
          Being of two minds is a hallmark of OCD and is represented in the diagnostic criteria,
            which state that the person has to experience obsessions as “intrusive and unwanted,”
            at least at some point during the course of the illness.1   Many OCD sufferers can say on the one hand, “I know these fears make no sense!”
            On the other hand they say, “I can’t stop worrying about them, and doing rituals to
            prevent them from happening.”
         

         
          In exposure and response prevention (ERP) for OCD we often make a distinction between
            these two minds, calling one of them “you” and the other one “your OCD.” This distinction
            seems to resonate with most people who receive ERP. As treatment progresses the sense
            of separation between oneself and one’s OCD tends to increase. It gets easier for
            the person to recognize what is a realistic concern and what is OCD, and to see that
            serving one’s OCD is a disservice to oneself. Treatment can also directly address
            the decision-making difficulty as part of exposure. For example, the individual with
            OCD might commit to making decisions in a fixed amount of time and when anxiety about
            the decision is still high. Over time individuals can get better at tolerating not
            knowing if they’re making the “perfect” choice.
         

         
          Therapists and family members should expect OCD sufferers to bring their ambivalence
            to treatment. They clearly want to get better, which is why they came for treatment.
            At the same time, getting better means giving up behaviors that have been relied upon
            to feel safe, which is a scary prospect. This ambivalence is likely a big part of
            why a good number of OCD sufferers who start ERP either drop out before treatment
            is over or don’t fully commit to the treatment. Anticipating ambivalence can help
            the therapist and OCD sufferer to support the side that’s determined to get better,
            even when the road is difficult.
         

         
         ____________________

         
         1. American Psychiatric Association, Diagnostic and Statistical Manual of Mental Disorders, 5th ed. (DSM-5) (Arlington, VA: Author, 2013), 237.      

         
         
         

         
      

      

      

      Termination day finally arrived.

      
       “I don’t think I’ll really believe he’s coming home until he’s in the car with us,”
         I said as we drove to St. Joseph’s Hospital for the last time.
      

      
       Gary nodded. “It’s been a long road.”

      
       We entered the area of the clinic we hadn’t been in since dropping Dan off nine long
         weeks ago. The big blackboard that kept track of clients’ whereabouts was filled with
         different names. I also noticed six or seven pieces of lined notebook paper randomly
         taped on the walls of the hallway. In double-spaced, perfect handwriting, each page
         had the same sentence written repeatedly: “I have cancer.” It was exceptionally quiet,
         and I realized all the clients were probably in therapy sessions. The only sign of
         life came from a staff member who was standing outside a closed bathroom door.
      

      
       “Your twenty minutes are up, Gwen,” she said kindly but firmly. “You have to get
         out of the shower now.”
      

      
       Gwen tried to negotiate, but I didn’t pay attention. I was focused on one thing only:
         finding Dan and bringing him home.
      

      
       He was in his room, packing up some last-minute things. “All I need to do is check
         out and get my medications,” he said. He was tapping, something I hadn’t seen him
         do in a while.
      

      
       At the nurse’s station, he picked up several bottles of pills and written instructions.
         “Good luck with everything, Dan,” the nurse on duty said.
      

      
         It sure would’ve been helpful if Dr. Parker had actually talked with us about Dan’s
            medications, I thought. “Anybody else you want to say good-bye to, honey?”
      

      
       “Nope, I saw everyone yesterday. I’m ready to go.”

      
       It only took a minute to walk past the blackboard, the handwritten “I have cancer”
         papers, and the common area where I’d witnessed a young client struggling to touch
         a quarter when Dan first arrived. I wondered how she was doing. We brought his stuff
         outside and loaded up the car, which Gary had driven right up to those doors we’d
         so often watched Dan walk through. I looked around and realized it was a beautiful,
         sunny day. As we pulled away from St. Joseph’s, Dan smiled. “Thanks for paying for
         my summer vacation. It was great!”
      

      
      
   
      Chapter 10

      Back to Bridgeville

      
         
         

         

         
         
         
         
      

      
      We had a fun ride home, all of us in good moods. Dan seemed genuinely happy, and we
         talked about our upcoming plans. We had one week before driving down to Bridgeville.
      

      
       “I have to do at least one exposure a day,” he said, and I could see he was eager
         to get started. An exposure in exposure and response prevention (ERP) therapy involves
         facing one’s fears. Dan needed to expose himself to anxiety-provoking situations over
         and over again until he eventually became more comfortable with them. This process
         is known as habituation. And he needed to do this without performing any compulsions.
         That very day he asked me to drive him to Borders bookstore for his first exposure;
         I was so proud of him for taking charge of his recovery.
      

      
       Going to a bookstore might not seem like a big deal to most people, but before arriving
         at St. Joseph’s, he couldn’t enter that store. What made it more upsetting was that
         he used to spend hours at this particular store when he was homeschooling. We’d joke
         that it was his home away from home, and some of the staff and customers actually
         thought he worked there. Now, when I pulled up to the main entrance, he got out of
         the car easily, hesitated briefly, and walked inside.
      

      
       He stayed an hour and a half. “I bought a book,” he said as he got into the car.
         “I can’t remember the last time I read for pleasure.” He was obviously pleased with
         himself. I sighed in relief. Things were going well.
      

      
       The next week brought a whirlwind of activity, but Dan continued doing at least one
         exposure daily. He drove, shopped at the supermarket, and used his cell phone. He
         cooked for us, making vegetarian burritos one night. He packed for school and also
         helped move Lainey out of her apartment and back into our house. Our home was lively
         as many friends and relatives dropped by to say good-bye and wish Dan a successful
         year at school. While family and close friends knew Dan was struggling with obsessive-compulsive
         disorder, most of them knew little about his time at St. Joseph’s.
      

      
       Though he was doing better than we’d anticipated, evenings were hard. It was typically
         quieter then, with more time to think. The first night he was home, he came downstairs
         with a glazed look. “I need some ice,” he said in that monotone voice I’d come to
         hate. He stuck his hand into a plastic bag full of ice cubes, and we talked.
      

      
       “Dan, I think overall you’re doing great.”

      
       “Yeah, I guess so,” he said. “But nights are tough.”

      
       While I knew his cutting himself wasn’t about suicide, I always imagined it happening
         while being in the depths of despair. He didn’t seem “that bad” when he needed the
         ice, and that confused me. When I spoke to Mark, he explained that cutting was actually
         about feeling better.
      

      
       “When someone is stressed or anxious, or has any other unpleasant emotion, cutting
         can get rid of these feelings. It’s not that Dan wants to die or feels life isn’t
         worthwhile. He just wants to feel better. Of course, most people are so bothered by
         the idea of self-injury that it freaks them out. As I’ve said before, it’s just a
         maladaptive habit used for coping, and it works well and fast. Needless to say, Dan
         will need to learn better ways to deal with negative emotions.”
      

      
       Once again, I felt lucky to have Mark as a friend and advisor. I wished we could’ve
         taken him to Bridgeville with us.
      

      
      

      

      Gary and I went to visit Ava at her overnight camp during Dan’s first week home, and
         he stayed alone for the entire day.
      

      
       “You want to come along?” I asked. “It’ll be fun.”

      
       “Not really. I have so much organizing and packing to do.”

      
       I was hoping he’d come with us, since I felt uneasy about him being alone for such
         a long time. I considered asking my parents to stay with him but remembered Sharon’s
         advice about treating him normally. Getting a babysitter for a nineteen-year-old is
         not normal.
      

      
       It was great to see Ava enjoying herself at camp, away from the stress at home. It
         was also our last chance to see her before Gary, Dan, and I drove down to Bridgeville.
         Gary would fly back to get her once camp was over, a couple of weeks later.
      

      
       I called home a few times (okay, four to be exact) to see how Dan was doing and left
         a message each time. He never called back.
      

      
       “This brings back memories,” I said to Gary, “of when we were constantly trying to
         get in touch with him last year. It’s just as stressful now as it was then.”
      

      
       “You’ve got to calm down,” Gary said. “You know using the phone has been an ongoing
         problem for him. I’m sure he’s fine.”
      

      
       I worried the entire car ride back. Dan was awake when we arrived home, even though
         it was well after midnight. “So how was your day?” I asked.
      

      
       He shrugged. “Okay, I guess.” But he didn’t seem okay. “I did some laundry and watched
         the baseball game, but that was about it.”
      

      
       I knew it was hard for him to be alone all day, and remembered Dr. Parker’s recommendation
         that we let him live in a house with friends while not attending school. Seeing the
         way Dan felt now made that suggestion seem even more absurd. We didn’t talk about
         it, but I sensed Dan might have realized spending a year focusing only on his OCD
         would be lonely and depressing.
      

      
       A few days later we hugged Lainey good-bye. Though I knew I’d see her over the course
         of the year, it was still tough to leave. “Have a safe trip,” she said as we pulled
         out of the driveway. With our loaded van, I felt like the Beverly Hillbillies, except
         we were Bridgeville bound, and we hadn’t struck any oil.
      

      
       We had twenty-four hours of driving ahead of us and hoped to do it in three days.
         Our first break was at the same mall we’d stopped at three months earlier on the trip
         with my parents. We’d left Dan alone in the car because he hadn’t been able to get
         out. At the time I thought, Thank goodness he’ll be at St. Joseph’s soon.

      
       This time he hesitated for a moment, did some touching and tapping, and then got
         out of the car relatively easily. We smiled at each other as we entered the mall.
         While I knew his touching and tapping were rituals, that was okay. He was a work in
         progress. The rest of our trip was a combination of quiet times, reading, laughing,
         sleeping, and conversation. Not surprisingly, most of our talk revolved around going
         back to school and the logistics involved.
      

      
       “It’s really important that I live in the house with my friends,” Dan said.

      
       “I understand honey, but here’s what I’m thinking,” I said. “Going back to school
         isn’t going to be easy. Our goal is to put you in the best possible position for success.
         I feel living in this house, with all the additional responsibilities, will add unnecessary
         stress. If you get a dorm room, you don’t have to worry about driving, preparing your
         meals, or being isolated from campus life.”
      

      
       “I think it’ll be good for me to have to do all those things.” While I was pleased
         with Dan’s newfound can-do attitude, I really believed it would be too much for him.
         But I also knew there was a fine line between being negative and being realistic.
      

      
       “Do you think you’ll be able to use your cell phone, drive, and grocery shop, for
         starters?” I asked him. “Because you have to do all those things if you’re going to
         live in that house.”
      

      
       “Yeah, I think I can do all those things.”

      
       “Well, we have two weeks before school starts. If you’re able to do everything by
         then, you can live in the house.”
      

      
       “But if that arrangement proves too much for you,” Gary said, “you’ll have to stay
         in school and live with us the rest of the semester.”
      

      
       “Sounds good to me,” Dan said.

      
       “Another concern is you’ll forget to take your medications,” I said. When he came
         home from St. Joseph’s, we’d discussed it was his responsibility to take his medications.
         He’d agreed but never remembered; I often had to give him the pills myself.
      

      
       Obviously this would be an issue if Dan lived on his own. While it was hard to know
         how much, or even if, his medications were actually helping him, he seemed to be on
         the right track now, and we wanted to keep it that way.
      

      
       “Yeah, I guess I need to work on that,” he said.

      
       Three days after leaving home, we pulled into the garage of our rented condo. It
         had been a good trip, and though things were far from perfect, I marveled at how well
         Dan was doing. Only two weeks earlier he was distraught, pleading with us to let him
         stay at St. Joseph’s. Now here he was, poised to go back to school. While understandably
         nervous, he seemed eager and willing to accept the challenge. A wave of gratitude
         engulfed me. My son was back.
      

      
      

      

      The next week was filled with meetings and appointments, the first with Dr. Moore.
         While Dan and I walked through the Carson campus courtyard, I experienced a flood
         of anxiety. To my left was the picnic table we sat at for three hours one day while
         I tried to get him to eat lunch. We passed one of our usual meeting spots, where I’d
         often find him with his sweatshirt hood on, chomping on the strings. It was as if
         we’d returned to the scene of the crime. For every memory I had, there was no doubt
         Dan had ten more.
      

      
       “Is it hard for you to be back?” I asked as we headed to Dr. Moore’s office.

      
       “I’m okay.”

      
       I noticed his fingers moving, as if he was counting to himself. While I’d anticipated
         his return to campus would be anxiety provoking, I also knew avoidance wasn’t the
         answer. As we walked through that courtyard together, I hoped all Dan’s bad memories
         would soon be replaced by good ones.
      

      
       Dr. Moore seemed genuinely happy to see him. “I hope you know you’re already a cherished
         and valued member of the Carson community,” she said. “I’m so glad you’re back. Your
         work last year wasn’t just good; it was very good, even with all those obstacles you
         faced. I’m confident you’ll do well this semester.”
      

      
       Her upbeat tone was a refreshing contrast to what he’d been hearing at St. Joseph’s.
         I might have imagined it, but I thought Dan sat up a little straighter, as though
         her words boosted his confidence. She believed in him; maybe now he could believe
         in himself. We then met with Marilyn Lambert, the head of Academic Support Services,
         and gave her a brief update on Dan’s situation.
      

      
       She was eager to help and had questions for Dan. “In relation to your studies, can
         you tell me some specific things that were difficult for you last year?”
      

      
       “Well, there were times I couldn’t check e-mail or even go on my computer,” Dan said.
         Thinking about the past year was making him nervous; he was tapping the wall. “Entering
         the library was a problem too.”
      

      
       “We can have your teachers give you handwritten notes instead of sending you e-mail,”
         she said. “And professors can bring you books so you don’t have to go into the library.”
      

      
       I was uncomfortable with the direction this was going. “While I appreciate your trying
         to accommodate Dan,” I said, “I’m worried it’s the wrong thing to do. We don’t want
         to enable him.”
      

      
      
         
         
         
         College Support and Accommodations

         
         The transition to college is a big challenge for most students and perhaps even more
            so for individuals with OCD. College life is filled with things that provoke obsessions.
            For example, having a roommate, sharing a dormitory bathroom, and eating in the cafeteria
            can trigger contamination concerns. Similarly, exams and papers might be torturous
            for students whose OCD involves perfectionism and fears of making mistakes.
         

         
          Most colleges are required to provide accommodations to students with a documented
            disability, which can include OCD. For example, students with extreme fear of contamination
            by a roommate who might be “unclean” might be allowed to have a single room as a freshman,
            even if the school’s policy is to reserve single rooms for nonfreshmen. Or students
            who struggle to finish exams on time due to excessive correcting and rewriting might
            be allowed 50 percent additional time on exams.
         

         
          It’s important to consider that academic accommodations for OCD can be a two-edged
            sword. On the one hand they can play an essential role in allowing students to perform
            in line with their abilities. On the other hand, accommodations can be a form of enabling
            OCD behaviors and as a result can perpetuate the problem. For example, a student who
            is allowed to avoid having a roommate misses out on a valuable form of everyday exposure
            to others’ germs. In this way academic accommodations aren’t unlike accommodations
            that well-meaning families make to their loved one’s OCD.
         

         
          A reasonable compromise in the college setting might include allowable accommodations
            while the person is going through treatment. The therapist can then work on a plan
            with the student and the school’s administrators (with the student’s permission) to
            decrease the reliance on accommodations as part of treatment. In this way the individual
            isn’t unfairly disadvantaged by the OCD-related disability while symptoms are still
            high and accommodations are phased out to ensure maximal treatment success.
         

      

      
       Dan slouched forward, put his head in his hands, and turned toward me. “That’s what
         I was trying to tell you when I said I wasn’t ready to go back to school.” The confidence
         he showed in Dr. Moore’s office had morphed into frustration and anxiety.
      

      
       Marilyn came to the rescue. “I understand what you’re both saying, and I think what
         we need to do is find the right balance for Dan. Hopefully you won’t need any accommodations,
         but it’s best to be prepared for the worst-case scenario.”
      

      
       The three of us then spent an hour composing a letter explaining Dan’s OCD and outlining
         some things that might be difficult for him. He needed to give a copy to each of his
         teachers so they were aware of his disorder. Ongoing communication, along with flexibility
         when needed, was requested.
      

      
       “I think this is great,” I said after we left Marilyn’s office. “The more support
         the better.”
      

      
       “Whatever,” Dan said. “I still have to be able to do all the work.”

      
       I could tell he was drained though I wasn’t fazed by his attitude. He’d been doing
         so well it almost hadn’t seemed real. This was real.
      

      
       “Of course you have doubts, honey,” I said. “That’s to be expected. But you’re doing
         great so far. Let’s take one day at a time, okay?”
      

      
       He was about to respond when someone shouted, “Dan!” A girl with a huge smile was
         running toward him, arms open. “It’s so good to see you,” she said, giving him a big
         hug. I said a quick hello and left them alone to talk.
      

      
       “That was quite a greeting you got,” I said when he found me ten minutes later.

      
       “Yeah, it was great to see Laura. She told me there’s a get-together tonight, so
         maybe I’ll go. I’ve really missed my friends.”
      

      
       It warmed my heart to see him smiling. “Oh, you should definitely go.”

      
       “I think I will. It’ll be a good time to tell everyone I’m coming back.”

      
       That night, while I reviewed the day’s happenings with Gary, I said, “Do you realize
         everything Dan did today? We had two meetings at school. He got his hair cut, used
         his cell phone, and went grocery shopping with me. He got together with his friends
         and told them he was returning to school. It’s amazing when you think that not too
         long ago, he spent entire days lying on the floor. I’m so proud of him.”
      

      
       “Me too,” Gary said. “And pretty soon, I bet, he’ll be driving himself around.” Our
         condo was a half-hour drive from Carson, and Gary had become Dan’s personal chauffer.
         He wouldn’t be able to keep that up for too long.
      

      
       “We both know what the big test will be,” I said, and Gary nodded. “Going back to
         classes, handling the stress, and doing the work.”
      

      
       A few days later Dan had his first appointment with Dr. Russell, a psychiatrist who’d
         been recommended by Dr. Vogel’s wife, Sandy. Dr. Russell would manage Dan’s medications
         and monitor him physically. His waiting room was warm and inviting, and the receptionist
         was pleasant. Dr. Russell, who came out to greet us, turned out to be a soft-spoken
         man around fifty years old, with a kind face. After our experience at St. Joseph’s,
         where I felt deliberate distance from staff, I was pleased to be invited into his
         office with Dan.
      

      
       We spent a good half hour discussing Dan’s history, including his childhood illnesses,
         with me doing most of the talking. Then he spoke with Dan privately and gave him a
         physical examination. “His resting heart rate’s a little high, so we’ll keep an eye
         on that,” Dr. Russell said. He also commented on Dan’s tremors, which had been present
         since being at St. Joseph’s, and requested some blood work. He was surprised Dan’s
         blood had never been tested at St. Joseph’s.
      

      
       “How’s Dan’s weight?” I asked.

      
       He glanced at Dan’s file. “191 pounds.”

      
       “Gee, that’s a six-pound weight gain in two weeks.” When he left St. Joseph’s, I
         knew Dan was back to his regular weight of 185 pounds, and he’d been eating normally
         since then. Dr. Russell wasn’t concerned, but I made a mental note of it; I knew weight
         gain could be a side effect of Dan’s medication.
      

      
       “Let’s stay on the same meds for now,” Dr. Russell said. “That’s one milligram of
         the atypical antipsychotic, eighty milligrams of the SSRI, and the benzodiazepine
         as needed. I’ll see you in a month, but don’t hesitate to call if any issues arise.
         That’s why I’m here.”
      

      
       “So what do you think of him?” I asked Dan as we walked to the car.

      
       “He’s good. I like him.”

      
       “Me too,” I said, pleased we’d found another good health-care provider. “He didn’t
         rush us, and I liked that he said as long as you’re feeling well, the goal is to be
         on the least amount of medication that will still benefit you.”
      

      
       Dan wasn’t listening to me. “My lease starts today,” he said. “I’d really love to
         move into the house now. Can I?”
      

      
       I was caught off guard. “I thought you’d wait until your housemates arrived in the
         next few days.”
      

      
       “No, I’m really excited to set up my room and organize all my stuff.”

      
       It was great to see him gung ho, so I agreed to help him, even though I felt the
         churn of anxiety. He’d kept his end of the bargain, mostly; he was able to use his
         cell phone (usually) and grocery shop. Taking his meds was a work in progress, but
         he promised to contact us every day, so I could always remind him. Driving was the
         one task he’d yet to do.
      

      
       “It won’t be a problem,” he assured me. “I’ll drive today.” Though it was only a
         few minutes from his house to school, his confidence impressed me.
      

      
       We packed most of his things and drove the half hour to his new home. It was in a
         lovely family neighborhood near Carson, was totally furnished, and had just been renovated.
         Dan’s room was in the finished attic area, and he’d be sharing it with his friend,
         Steve. Another friend, Adam, would be in the attic’s second, smaller bedroom. A living
         room and bathroom completed the area. Two other people would live downstairs. The
         steps to the attic were narrow and steep, and as we carried up boxes and bags, my
         anxiety rose. Everything was happening so fast; were we really going to leave him
         here? I thought of Dan cutting himself, forgetting to take his medication, and not
         answering his phone. And what about his fast heart rate? I took a deep breath and
         gave myself a good talking-to. You should be proud of him and excited about his progress, not focusing on the negatives. I was proud of him. I really was. But I was also scared.
      

      
       We spent the afternoon unpacking and setting up his room, and he kept bumping his
         head on the sloped ceiling. “There should be a height restriction here,” I said. “Nobody
         who’s as tall as you should be allowed to live in an attic.”
      

      
       Dan laughed. “Yeah. I have to remember to slouch and duck, or maybe I should wrap
         some foam rubber around my head.” His humor relaxed me, and we actually had fun setting
         up his room together. “I’d like to stay here tonight,” he said, once we’d finished.
      

      
       “Oh honey, you’ll be all alone.” Anxiety surged in me, eating away at my stomach.

      
       “I’m a big boy now,” he said, and smiled. “And I like to be alone. You can pick me
         up in the morning to go to Dr. Vogel.”
      

      
       “We’ll see. Why don’t we go eat, and then you can drive from here to school. Remember,
         you still have to do that.” I’m ashamed to admit part of me hoped Dan wouldn’t be
         able to drive. Then he’d have to live with us and it would be less stressful for me—selfish
         but true.
      

      
       “Sure, no problem, I’ll drive now.”

      
       He got behind the wheel and sat for a minute but then easily drove to Carson. It
         was settled. He’d worked hard for the privilege of living in the house with his friends.
         We’d take one day at a time and hope for the best.
      

      
       “Don’t forget to take your pills tonight,” I said after we had lunch. I gave him
         a hug. “And call anytime, okay?”
      

      
       “Mom, I’ll see you tomorrow morning.”

      
       “I know.” I forced a smile because as the afternoon progressed, I’d noticed him getting
         more anxious, which in turn made me reluctant to leave him.
      

      
       “You sure you don’t want to hang out with us tonight?” I was almost pleading.

      
       “I’ll be fine. I’ll probably just read and listen to music.”

      
       The drive back to the condo seemed longer than a half hour. “Guess he decided to
         stay,” Gary said. There was a hint of anxiety in his voice.
      

      
       “Yes.” I sighed. “Do you realize this is the first time he’s been on his own since
         he crashed at school last semester?”
      

      
       Gary nodded. “I guess we should get used to it.”

      
      

      

      I arrived at Dan’s house the next morning, fifteen minutes early. “How was the night,
         honey?” I asked, looking him over as I used to do when he was at St. Joseph’s.
      

      
       “Fine,” he answered, and indeed he did seem fine. “I’m ready to go to Dr. Vogel.”

      
       Even though we’d only met Dr. Vogel a couple of times, I felt as if we were going
         to visit an old friend. It took a half hour to get there from Dan’s house, since Dr.
         Vogel’s office was on the other side of town. Until Dan felt comfortable driving that
         far, I’d be taking him back and forth to his appointments. I was happy to do that;
         it would give me some guaranteed time with him once classes began.
      

      
       Dr. Vogel smiled and welcomed us into his office. He was genuinely pleased to see
         Dan, and they’d start out meeting twice a week. With both of us there, Dr. Vogel felt
         it was a good time to discuss communication. “Typically, most nineteen-year-olds are
         breaking away from their parents.” Turning to me he said, “If you have concerns regarding
         Dan, I don’t think you should e-mail or call me directly, unless it’s an emergency,
         of course. Instead, bring your concerns up with him and he can convey them to me.”
      

      
      
         
         
         
         Boundaries of Family Involvement 
in OCD Treatment
         

         
         Family members can play an invaluable role in the recovery of their loved one with
            OCD. Many OCD sufferers say that their family’s support meant everything during their
            treatment—even when their family was at times bewildered and frustrated by their OCD
            behaviors. Therapists often appreciate the family’s involvement as well, for the support
            it provides the OCD sufferer and for the family’s role in reinforcing the treatment
            principles between sessions.
         

         
          Although family involvement can be extremely helpful, is more involvement always
            better? That is, where are the boundaries of family involvement in OCD treatment?
            While there are no absolute rules about these boundaries, there are some general principles.
         

         
          First, a family’s involvement tends to decrease with increasing age of the OCD sufferer.
            For example, parents of school-aged children are typically directly involved in their
            child’s treatment, often being included in the therapy sessions. As children become
            teenagers, it’s more common for parents to talk with their teenager and the therapist
            for a few minutes at the end of each session. It is relatively rare for adults to
            have a family member in each treatment session. After a certain age (depending on
            the state), therapists cannot share information with family members without the consent
            of the OCD sufferer.
         

         
          In addition to developmental differences, families might need to be more involved
            when it’s likely that the OCD sufferer is not always an “accurate reporter” in ways
            that are likely to affect the treatment. For example, individuals in treatment might
            not be forthcoming about how much they are ritualizing, and it is essential for the
            therapist to have this information.
         

         
          Family members can talk up front with the therapist and their loved one about the
            degree of their involvement that will work best for their loved one. At times what is best for the OCD sufferer might not be what family members prefer.
            For example, a spouse might want updates from the therapist after every session—satisfying,
            in a way, his or her own “need to know”—whereas the person in treatment might feel
            that such updates are unnecessary and even intrusive. The crucial question regarding
            family involvement is what will help the OCD sufferer recover.
         

      

      
       After being shut out of all conversation at St. Joseph’s, I likely overreacted to
         Dr. Vogel’s recommendation, but the proverbial alarms went off in my head and red
         flags appeared. “Well, Dan hasn’t exactly been a typical nineteen-year-old over the
         last six months, so we had to be involved in his life.” I immediately regretted saying
         this, especially in front of Dan, since the last thing I wanted was for him to feel
         embarrassed over needing his parents.
      

      
       Dr. Vogel spoke. “Of course, I totally understand that. I’m just trying to establish
         boundaries and confidentiality as to how we’ll all communicate.”
      

      
       Our experience at St. Joseph’s had made me wary of trusting health-care providers.
         Dr. Vogel had stressed the importance of family involvement, and more importantly,
         I’d had a good feeling about him from the beginning. Moreover, I realized our situation
         now was quite different from when Dan was at St. Joseph’s. We had access to our son
         and could speak with him whenever we wanted. He was no longer out of our reach. So
         I needed to take a leap of faith.
      

      
      

      

      We rarely saw Dan during that last week before school started. He had some ups and
         downs but overall was doing really well, adjusting to living on his own and spending
         time with his friends. I’d been so worried about seventeen days without therapy, but
         he’d been doing great without any therapy at all.
      

      
       “How do you explain that?” I asked him. He’d managed to carve out some time for lunch
         with me.
      

      
       “It’s all because of St. Joseph’s,” he said. “I learned so much there; I’ve been
         able to be my own therapist.”
      

      
       With all our complaints about St. Joseph’s, one fact was undeniable: they knew how
         to treat obsessive-compulsive disorder. Treating the whole person was a different
         story, but because of them, Dan now had the insight and skills to help him deal with
         his disorder. And while I hoped his toughest times were over, I knew the real test
         would begin soon, when classes started.
      

      
       The next day I drove him to an art store to buy supplies. While he was comfortable
         driving to Carson and the nearby supermarket, he still had difficulty driving anywhere
         else. I didn’t mind; I missed spending time with him.
      

      
       “How are you doing?” I asked as he got into the car.

      
       “I’m okay,” he said, “except I feel so fat.”

      
       He’d definitely put on weight, and after being so thin for so long, he felt it. I’d
         read about how serious weight gain from atypical antipsychotics could be, and I was
         concerned. The weight increase wasn’t from overeating. It was metabolic in nature
         and had the potential to lead to diabetes.
      

      
       “You aren’t fat,” I said. “You’ve just gained some weight. It’s probably from the
         medication so we’ll keep an eye on it.”
      

      
       “I’m also really achy all the time.”

      
       “Really?” He’d never mentioned that before.

      
       “Yeah, I’ve been told it’s from anxiety,” he said, though I wondered if this could
         be another side effect of medication.
      

      
       “I’ve noticed you’re drinking a lot,” I said, as long as we were bringing up symptoms.

      
       “Yeah, I’m always thirsty.”

      
       “Well, make sure you tell Dr. Russell about all these symptoms when you see him in
         a few weeks,” I said. I’d try to put these worries out of my mind until his next appointment.
      

      
       It was fun being with Dan at the art store and seeing him so excited about purchasing
         his supplies. He then easily did some shopping at a supermarket before I dropped him
         at his house. All in all, it was a good day.
      

      
       As he got out of the car, he turned toward me and smiled. “I can’t wait for school
         to start.”
      

      
       A wave of gratitude enveloped me and I smiled back. “Good luck tomorrow, honey,”
         I said. How I wished I could freeze this moment in time. I must figure out how to do that.

      
      
   
      Chapter 11

      Trial and Error

      
         
         

         

         
         
         
         
      

      
      Dan promised he’d call the next day, but by eight o’clock at night I still hadn’t
         heard from him. I gave him a call.
      

      
       “I’m working in the animation labs,” he said, his tone flat.

      
       “Okay, I won’t keep you, honey. Just tell me quickly how the day went.”

      
       “Fine,” he said. “I’ve got to get back to work.”

      
       He sounded overwhelmed already, and a flood of anxiety washed over me. Dan’s ordeal
         had left me frazzled, and I was always struggling to contain my nerves.
      

      
       “It’s going to take a while for him to settle in,” Gary said. “You’ve got to calm
         down. He’s in the labs already. That’s a good sign.”
      

      
       “I guess so.”

      
       I didn’t tell Gary I couldn’t get Dr. Parker’s voice out of my head: “I know you
         want Dan to go back to school. Don’t push him. I’m warning you.” Over and over again.
         I wondered if what I was experiencing mirrored what Dan dealt with all the time. I should ask him for some good therapy tips.
      

      
       The next couple of weeks were a roller-coaster ride for Dan. On the upside, he was
         going to classes and working hard. He was living on his own and taking care of himself,
         though I continually helped him out with food, laundry, and reminders to take his
         medications.
      

      
       On the downside he was overwhelmed and seemed to be hanging on by a thread. His comments
         ranged from “I’m a mess; I can’t do this” to “Things are going pretty well.” His living
         situation wasn’t great. His roommates weren’t around much, leaving him alone most
         of the time. And he was always tired.
      

      
       I felt one of the biggest obstacles for Dan was his disorganization; he was constantly
         losing things such as his glasses, watch, cell phone, and wallet. While he’d always
         tended this way, it had gotten worse. It was obvious to me that every ounce of his
         energy went toward making it through the day; there was none left to be organized.
         Things were going poorly enough that even though he was seeing Dr. Vogel twice a week,
         Dan and I agreed he should meet with Dr. Russell earlier than planned. “I think it’s
         time to try some medication changes,” Dr. Russell said after talking with Dan privately.
         “Timing is very important in situations such as these, and although Dan is stable,
         he could certainly be doing a lot better. We want to try to reduce his obsessions
         and not have every little thing be so difficult for him. There’s no reason he can’t
         get to the point where his life is actually enjoyable.”
      

      
       He made it sound so easy. Change the meds, and Dan will be happy. Realistically I
         knew even if new meds were to help Dan, it would likely be a few weeks before he noticed
         a difference. But the prospect of Dan being able to enjoy his life was certainly something
         to aspire to. There were actually a few times after Dan left St. Joseph’s and before
         he started school that I’d describe him as happy. Now, it seemed like a lofty goal.
      

      
       “What changes will you make?” I asked.

      
       “Well, for now, we’ll wean him off the atypical antipsychotic he’s taking and switch
         to a different one.”
      

      
       Dr. Frey, Dan’s first psychiatrist and the one who’d told us about his self-injuring,
         had previously prescribed the medication Dr. Russell wanted to switch to. Dan had
         taken one pill and decided not to take any more. That was five months ago. I relayed
         this information to Dr. Russell, who confirmed with Dan that he’d be willing to take
         the drug now. “And there may be other changes down the road as well,” Dr. Russell
         said, addressing Dan. He explained what we already knew: only through trial and error
         would we (hopefully) find the right combination of drugs. I wasn’t comfortable with
         Dan being a human guinea pig, but he wanted to make the medication switch, and we
         both trusted Dr. Russell. Maybe this would be the combination that would work?
      

      
       I updated him on Dan’s physical symptoms: the thirst, the achiness, and the tremors.
         A quick physical exam revealed another five-pound weight gain over three weeks. His
         heart rate was still rapid. “Nothing to worry about,” Dr. Russell said. “We’ll keep
         an eye on things.”
      

      
       “I’ve read about the side effects of the meds he’s taking,” I said. “Couldn’t they
         be contributing to some of these problems?”
      

      
       “Our goal is to have him on the least amount of medication that will still benefit
         him,” Dr. Russell said. “He definitely needs these meds now, and of course we’ll continue
         to monitor him.”
      

      
       He hadn’t answered my question, and I was concerned. I’d assumed because Dr. Russell
         was a psychiatrist and therefore an MD, he’d monitor Dan’s mental and physical health.
         Now I wasn’t so sure. “Would you recommend he see an internist?” I asked.
      

      
       “That’s not necessary,” Dr. Russell said. “I’ll keep an eye on him. All his blood
         work came back normal, though his triglycerides were a little elevated. Everything
         is fine.”
      

      
       Over the next eight weeks, the above scenario played out three more times. Dan kept
         gaining weight and still had tachycardia, a fast heart rate. Several more medication
         changes were made; he was now weaned off his selective serotonin reuptake inhibitor
         (SSRI) and first atypical antipsychotic, and was taking an antidepressant and a different
         atypical antipsychotic instead. He still took a benzodiazepine as needed.
      

      
      
         
         
         
         Psychiatric Medication Side Effects

         
         Almost all medications have side effects, and psychiatric drugs are no exception.
            Fortunately newer psychiatric medications tend to have fewer side effects than older
            ones. However, serious side effects continue to be an important factor to consider
            when weighing the pros and cons of any medication.
         

         
          While specific reactions to medications can vary tremendously, there are certain
            side effects that are most common for each class of medications. Some common side
            effects reported for specific drug classes include the following:
         

         
         
            	
               
               Benzodiazepines (examples: Ativan, Klonopin, Xanax, Valium): Drowsiness and fatigue; memory problems,
                  especially forming new long-term memories; slurred speech1  
               

            

            
            	
               Second-generation (“atypical”) antipsychotics (examples: Zyprexa, Abilify, Risperdal, Clozaril): Extrapyramidal side effects (movement
                  problems such as difficulty sitting still, slurred speech, and others that can resemble
                  Parkinson’s disease); profound weight gain; sedation2  
               

            

            
            	
               Selective serotonin reuptake inhibitors (SSRIs) (examples: Prozac, Paxil, Zoloft, Celexa): Insomnia; agitation; anxiety; dizziness;
                  nausea; sexual side effects (loss of sex drive, difficulty reaching orgasm)3  
               

            

            
            	
               Stimulants for attention deficit/hyperactivity disorder (ADHD) (examples: Focalin, Vyvanse, Adderall, Ritalin): Insomnia; decreased appetite; elevated
                  heart rate; elevated blood pressure; headaches4  
               

            

         

         
         Important questions to consider when deciding whether to take medication include the
            following:
         

         
         
            	
               
               Has the medication been shown to be highly effective for the specific condition?

            

            
            	
               How common are the side effects?

            

            
            	
               How disruptive are the side effects? For example, sexual side effects may be less
                  of a concern for someone who is not sexually active, whereas memory problems may be
                  extremely problematic for a student.
               

            

            
            	
               Are there effective treatment alternatives? For example, many individuals with obsessive-compulsive
                  disorder choose to try exposure and response prevention (ERP) without medication.
               

            

         

         
          In a perfect world there would be no tradeoff between a drug’s desired effect and
            potential side effects. In reality, individuals with OCD need to decide—in collaboration
            with their doctors—whether the pros of a specific medication outweigh the cons.
         

         
         ____________________
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         “Every time Dr. Russell makes a medication switch,” I said to Gary, “I get my hopes
         up that it will be ‘the one’: the right mix that will make him noticeably better.
         But it hasn’t happened.”
      

      
       “I know,” Gary said. “If it’s this frustrating for us, imagine how Dan feels.”

      
       “I don’t know,” I said. “Sometimes I think he’s resigned himself to feeling this
         way forever.”
      

      
       Throughout all the medication changes, Dan was still riding that roller coaster.
         He was doing his schoolwork, but that was it. I don’t think his OCD was in total control,
         but it was definitely calling most of the shots. By now, he’d isolated himself from
         his friends, which was upsetting to me since I knew how much they meant to him. I
         didn’t realize at the time that Dan’s avoidance of his friends was due to his sense
         of hyper-responsibility. In his mind he felt he was responsible for the well-being
         of those he cared about. If he wasn’t with his friends, then he wouldn’t have to worry
         about something bad happening to them under his “watch.” Avoidance was a compulsion.
      

      
       “Dan,” I’d say to him, “how about moving in with us? It’d make your life so much
         easier, and maybe you’d be able to focus on other things like exercising, seeing your
         friends, or even just doing some fun stuff. It would really help your mood.”
      

      
       “I’m fine. I want to stay in the house,” he’d always reply.

      
       Every time he said “I’m fine,” I cringed, because that’s exactly what he used to
         say the previous semester when he was so not fine.
      

      

      

      And so our lives continued. I still drove Dan back and forth to Dr. Vogel, now once
         a week, and to Dr. Russell every two to three weeks. As I mentioned before, this was
         a good thing; at least I got to see him. He’d been communicating less with us, and
         I reminded him of this part of our deal. But he was always misplacing his cell phone,
         and often he didn’t have it with him, it wasn’t charged, or the charger was lost.
         While there were good days, there were also many when he was on the brink of despair.
         These times often coincided with him forgetting to take his meds, particularly the
         antidepressant.
      

      
       “Dan’s antidepressant can be an effective medicine,” Mark had told us, “but missing
         doses can lead to quick negative feelings.”
      

      
       It was at this point I decided to start my own business called “Mother’s Reminder
         Service,” a nonprofit agency dedicated to helping Dan remember things. I sent him
         an e-mail every day and left him phone messages whenever I could connect to his phone,
         all the while trying to stress the importance of remembering his medications. Doing
         this was probably more for my benefit than Dan’s, since I didn’t really know if he
         took my advice. But I needed to feel I was doing something to help him. I was always on edge, never knowing what each day would bring.
      

      
       The phone rang one day, and the caller ID flashed the name “Richard Parker.” I stood
         there, staring at the phone, but couldn’t bring myself to answer it. “Oh my God, Gary,”
         I said, nearly hysterical. “Dr. Parker just called. Why is he calling us? Does he
         want Dan back? Do you think he is coming to get him? What could he possibly want?”
         I began formulating what I would say once Dr. Parker started yelling at me again.
         As I was writing down some notes, it hit me.
      

      
       Dr. Parker’s first name was Robert, not Richard. Richard Parker, I later found out,
         was the repairman we were expecting at the condo. Whoops. Never mind. It was then
         I realized I needed to calm down and get my own anxiety under control.
      

      
       As always, I looked to Mark for advice. “The best thing you can do for Dan and yourself
         is to settle into a routine and have a positive attitude,” he said. “He has gotten
         over the biggest hurdle already, but he needs your help in settling down and being
         less scared of OCD and possible failure. I know this is easy to say but hard to do.
         Just try to keep things as light as possible. I really believe Dan will do best if
         you all approach this situation with a sense of bemusement rather than despair.”
      

      
       Dan also seemed tired of all the doom and gloom. “Look at this bag full of leftover
         pills. It’s like a mini drugstore,” he said the next time he visited us. Holding up
         a plastic bag filled with half-empty bottles of assorted drugs in various dosages,
         he said, “I could sell them on eBay or use them for an animation project.” We laughed
         at the thought of a bunch of standing capsules dancing in unison. Yes, we needed to
         keep things light whenever possible. I reveled in those moments of levity, when for
         a minute or two, everything seemed normal.
      

      

      

      The change happened gradually, as in three steps forward, two and nine-tenths steps
         back, but eventually Gary and I both noticed some positive changes in Dan.
      

      
       “That look of anxiety that’s been etched on his face for so long goes away once in
         a while,” I said. “Have you noticed?”
      

      
       “Well,” Gary said, “I’m aware he’s driven a few places other than school, and he’s
         grocery shopping more often. He even drove to the movies with his friends the other
         night.”
      

      
       “Yeah, I definitely see improvements,” I replied, “but life in general still seems
         to be a struggle for him. I guess we need to be patient and focus more on the positive.”
      

      
       Dan’s workload increased another notch as he neared midsemester. We were on our way
         to his weekly appointment with Dr. Vogel when he anxiously announced, “I can’t do
         this anymore. I want to quit school.”
      

      
       While he’d never actually said these exact words before, he’d certainly alluded that
         the stress was too much for him. “Do you really mean that, Dan?”
      

      
       “I mean it right now,” he said. His leg was bouncing more than usual. “But it changes
         every hour.”
      

      
       “Honey,” I said. “Just think of what you’ve done up until this point. The semester
         is halfway over and you’re doing your work and living on your own, just as you wanted.
         I know it’s been a struggle for you, but I’m so impressed by your strength and determination.
         I think you’re a courageous young man who should be very proud of himself. And things
         are only going to get better.” I wasn’t sure how much he was even listening to me,
         but he mumbled in agreement and got out of the car.
      

      
       I picked him up after his appointment. “How’d everything go, honey?”

      
       He gave his standard reply. “I think Dr. Vogel’s feeling better. I helped him out,
         but he still needs me so I’m going back next week.”
      

      
       We chuckled, and then he said, “Oh, Dr. Vogel thinks I might have ADD.”

      
       I was confused. “Attention deficit disorder? You? Why on earth would he think that?”

      
       “Well, he knows I lose things all the time and I’m disorganized and I’ve certainly
         had trouble concentrating lately. Oh, and I guess it’s not unusual for people with
         OCD to also have ADD. I think he might be right.”
      

      
       I tried to make sense of it all. “What you’ve said is all true, but those symptoms
         alone don’t mean you have ADD. We need to research this, but as I understand it, ADD
         appears early on, and your trouble concentrating is new. I think it’s obviously related
         to your struggles with OCD.”
      

      
       “Maybe,” Dan said, “but I’ve always been disorganized.”

      
       “A lot of people are disorganized, honey, but once again that doesn’t mean they have
         ADD. What else did Dr. Vogel say?”
      

      
       “He said he might call Dr. Russell and discuss it with him.”

      
         Great. More pills coming our way.

      
      
         
         
         
         Attention Deficit Hyperactivity Disorder (ADHD) and OCD

         
         Having OCD raises a person’s chances of having attention deficit hyperactivity disorder
            (ADHD). Estimates vary widely for how common ADHD is in people with OCD, from less
            than 10 percent to as high as 50 percent.1   Researchers have tried to figure out why these conditions might co-occur, as there
            are few apparent similarities between OCD and ADHD. For example, ADHD often involves
            making careless mistakes whereas OCD sufferers tend to go to great lengths to avoid
            making mistakes. One suggestion for their co-occurrence is that the two conditions
            seem to involve similar brain areas (in particular the basal ganglia).2  
         

         
          When an individual does meet criteria for both OCD and ADHD, the OCD tends to look
            very similar to OCD without ADHD. That is, ADHD does not seem to fundamentally alter
            the nature of OCD. Nevertheless, untreated ADHD can interfere with OCD treatment.
            For example, problems with attention can interfere with completing homework or retaining
            information discussed in session. Thus treating the ADHD might help with the OCD treatment,
            too.
         

         
          It is important to point out the potential for misdiagnosis of ADHD in a person with
            OCD. In fact, data from a recent study that examined the connection between OCD and
            ADHD challenge the finding of high co-occurrence of these two conditions.3   The study’s results suggest that among OCD sufferers, symptoms such as disorganization,
            trouble focusing, and frequent misplacing of things, while classic symptoms of ADHD,
            might actually be a byproduct of dealing with OCD. The authors of the article conclude
            that “clinicians ought to pay careful consideration to OCD symptoms in the diagnostic
            process of individuals suspected of having ADHD, and be mindful that [obsessive-compulsive]
            symptomatology has the possibility to manifest through ADHD-like symptoms.”4   
         

         
         
         ____________________
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               Judge  a Book  by Its Cover: ADHD-like Symptoms in Obsessive Compulsive Disorder,”
               Journal of Obsessive-Compulsive and Related Disorders 2, no. 1 (2013): 53–54.       

         
         2. David Beck Schatz and Anthony  L. Rostain, “ADHD with Comorbid Anxiety: A Review
               of the Current Literature,”  Journal of Attention Disorders 10, no. 2 (2006): 144–45. 

         
         3. Abramovitch et al., “Don’t Judge a Book,” 58.  

         
         4. Ibid., 59.  

         
         
         

         
      

      
       When I got back to our condo, I immediately searched the Internet to read about ADD/ADHD.
         In less than five minutes I determined Dan didn’t have it. ADD is characterized by
         inattention, impulsivity, and (usually) hyperactivity, none of which pertained to
         Dan. Forgetfulness was often a symptom too.
      

      
       “First of all,” I said to Gary, “let’s think back to Dan’s elementary school days
         at Oakmont. He had five different teachers in six years, and each one of them only
         had praise for him. Nobody ever expressed any concerns. He was interested in everything,
         extremely focused, well behaved, attentive, and responsive in class.”
      

      
       “You’re right,” Gary said. “He was a teacher’s dream.”

      
       “And even though we homeschooled after that, Dan still took some traditional classes
         at the local community college. Again, he had no trouble, received positive feedback,
         and got great grades. I’d think if he had ADD, there’d have been some problems or
         warning signs before now. Sure, he loses things and can be disorganized, but those
         are the only symptoms he has, and from everything I read, that doesn’t warrant a diagnosis
         of ADD.”
      

      
       The next week Dan had an appointment with Dr. Russell. The receptionist was at lunch,
         so we were alone in the waiting room. Dan stood to browse the pamphlets displayed
         on the counter. “Just checking out some more drugs,” he said jokingly. As I was noticing
         what a handsome young man he was, the music from Swan Lake came over the sound system. He turned to me, flashed an impish grin, and proceeded
         to do a funny little ballet dance with his six-foot-five frame, arms over his head.
         He stood on his toes and twirled. The whole thing lasted five seconds at most but
         lingered in my mind for days. It was undoubtedly the best ballet I’ve ever seen.
      

      
       Our meeting with Dr. Russell was upbeat. “I feel more motivated in general,” Dan
         said.
      

      
       “And overall I think your mood has been better too, Dan,” I said.

      
       He nodded.

      
       “Well, now that Dan is on a therapeutic dose of the antidepressant, we’re seeing
         the benefits of that medication,” Dr. Russell said. “I think you should stay on it,
         and we’ll reevaluate in four weeks.”
      

      
       I brought up Dr. Vogel’s thoughts about Dan possibly having ADD.

      
       “Well, ADD is quite prevalent among those with OCD,” Dr. Russell explained. “I don’t
         like to get caught up in the different diagnoses. Having OCD is similar to having
         a cold. What I mean by that is you can talk to ten different people with colds, and
         they can all have different symptoms. It’s the same with OCD. Dan does have some disorganization,
         which might or might not be related to ADD. I just try to customize the treatment
         to each individual.” The bottom line was Dr. Russell wasn’t recommending additional
         medication, so I was happy.
      

      
       As we were leaving, Dan said, “I’d really love to do some traveling during winter
         break. What do you think?”
      

      
       “Wow, Dan,” I said, surprised. “That’s an interesting thought. What were you thinking?”

      
       “I’m not really sure. I have some money saved. Maybe go to Europe?”

      
       The idea unsettled me. I was just getting used to my son living on his own across
         town, and now he wanted to go to Europe? “To be honest with you, honey, I’m not really
         comfortable with you traveling alone at this point. How about going somewhere with
         a friend?”
      

      
       “Okay. I’ll ask around.”

      
       Back at the condo, I told Gary about our conversation. “The amazing thing,” I said,
         “is that he’s thinking and planning ahead. Up until this point he hasn’t been able
         to plan more than a day or two in advance, and even that’s been stressful. I can’t
         remember the last time he was able to anticipate something good coming his way.”
      

      
       “Maybe the medication really is making a difference,” Gary said.

      
       Dan was determined to travel, and he and his friend Sara decided on a trip to Quebec
         City, a place he’d visited a few years earlier with his grandparents and had fallen
         in love with. Every time he spoke about their plans, his face lit up.
      

      
       “We’ll fly there and stay in youth hostels,” he said. “There’s so much to do, and
         I love the Old City and the art galleries. Maybe we’ll even go dog sledding.” It was
         great to see him so excited about going back there. By now he was only a few weeks
         away from the successful completion of the semester, and his mood was better than
         it had been in almost a year.
      

      

      

      Dan had one more appointment with Dr. Russell before his semester break. Once the
         doctor saw how well Dan was doing, I was sure he’d keep all his medications the same.
      

      
       That was not to be. He began by asking Dan many specific questions about his obsessive
         thoughts. I knew Dan felt uncomfortable with me there, and I was just about to offer
         to leave when the questions stopped. Basically, Dan’s answers reflected the fact he
         was doing much better but there was definitely space for improvement.
      

      
       I, once again, brought up the problem of Dan’s shakiness, mostly tremors in his hands.
         “Dan’s commented on this himself,” I told Dr. Russell. “He finds it difficult to write.
         I’ve seen his handwriting, and it looks like scary script for Halloween. The tremors
         also affect his drawing, which is a problem, right Dan?”
      

      
       Dan nodded.

      
       “The tremors are likely from some of his medications,” Dr. Russell explained, “and
         once those are reduced, the shakiness should go away.”
      

      
       “Great,” I said. “Are you going to reduce those dosages?”

      
       “Well, not yet,” Dr. Russell said. “What I’m going to do is prescribe a stimulant
         for Dan.”
      

      
       “Oh.” I said. “Aren’t stimulants used for ADD/ADHD? I’m convinced he doesn’t have
         ADD.”
      

      
       “Well, this medication should enhance the effects of the antidepressant.”

      
       “But he’s doing so well now,” I pleaded, thinking of Dr. Russell’s original assertion
         that Dan should be on the least medication possible. “Can’t we leave well enough alone?”
      

      
       “Well, it seems there’s definitely room for improvement, wouldn’t you say, Dan?”
         Dan nodded.
      

      
       “Well,” I said, “if you’re going to add a drug can you at least take one away?” I
         was only half joking.
      

      
       “Actually,” Dr. Russell said, “if this works as I hope, then in six months to a year
         I imagine it’ll be Dan’s only medication. The atypical antipsychotic will be the first
         to go and then the antidepressant. The benzodiazepine could be kept as needed, but
         Dan rarely even needs that now.”
      

      
       I didn’t understand how or why a stimulant would eventually be the only drug Dan
         would be on, especially if its purpose was to enhance the antidepressant that he would
         no longer be taking. I didn’t bother asking for clarification, though, since it seemed
         this wasn’t an imminent issue.
      

      
       While I was unhappy Dan was given yet another drug, I still trusted Dr. Russell.
         After all, the changes he’d made in Dan’s medications so far appeared successful.
         The physical side effects, however, remained. His tremors, tachycardia, and unusual
         weight gain of twenty-five pounds kept me up at night. I was more concerned than Dan;
         he left the appointment happy.
      

      
       “I love new drugs,” he joked, though I’m sure there was some truth to his statement.
         Why wouldn’t he? They seemed to be helping him.
      

      
       On the way home he said, “I’m picking my courses for next semester today, and I’m
         trying to decide whether to take super-easy electives along with my tough animation
         courses or take a harder elective I’m actually really interested in.”
      

      
       Not knowing enough to offer a definitive answer, I suggested, “Why don’t you talk
         with Dr. Moore about it?”
      

      
       “Maybe I will.”

      
       I thought back to the end of Dan’s last semester, when he was in such rough shape
         Dr. Moore had to guide him in choosing courses. A very different young man would be
         meeting with her this time.
      

      
       Dan had come so far. Four long months ago, in the depths of despair, he pleaded with
         us to let him stay at St. Joseph’s. Now he was eagerly planning for next semester.
         It didn’t matter which electives he took. He was back at school, pursuing his dream,
         and feeling well. We’d made the right decision, and for the first time in a long time,
         I felt like a good mom.
      

      
      
   
      Chapter 12

      The Crash

      
         
         

         

         
         
         
         
      

      
      Dan began taking the stimulant as prescribed, increasing the dosage over a short time
         period. Problems quickly arose.
      

      
       “I haven’t slept in three nights,” he said when I spoke to him on the phone. “I’m
         feeling lousy.”
      

      
       “How about I come and get you so you can stay with us tonight?” I said.

      
       “That’d be great. Thanks. I haven’t slept at all, but I still feel really awake.”

      
       The fact he agreed verified how poorly he was doing. Gary drove the half hour to
         Dan’s house and brought him back, wide awake and jittery.
      

      
       I called Dr. Russell the next morning and updated him. “Cut back from the fifty-four
         milligrams to thirty-six milligrams and then to eighteen milligrams and see if that
         helps,” he said.
      

      
       I hated this trial and error, especially with a drug I was not at all convinced Dan
         needed.
      

      
       “You feel more productive with your work at all, Dan?” I asked, knowing the stimulant
         was supposed to help with productivity.
      

      
       “Not really,” he said, “just more awake.” Not only was he no more productive than
         usual; he was also as disorganized as ever. Currently his cell phone was missing.
         We went back to Dr. Russell.
      

      
       “Things aren’t working with this stimulant,” I told the doctor. “Dan’s still up nights
         and sleeps when he can during the day. Not a good way to end the semester.”
      

      
       “I’d like to switch Dan to an amphetamine, which might work better than the stimulant
         he’s taking now,” Dr. Russell said.
      

      
      
         
         
         
         Possible Effects of ADHD Medications on OCD

         
         According to the American Academy of Pediatrics, the first-line treatment for attention
            deficit hyperactivity disorder (ADHD) is stimulant medication (for children older
            than six years).1   Taking stimulants carries the risk for typical side effects such as insomnia and
            low appetite and for some OCD sufferers can increase the anxiety that drives obsessions
            and compulsions.2  
         

         
          While stimulant medications seem to work better than nonstimulants for ADHD, a psychiatrist
            might consider a nonstimulant when OCD is also in the mix. For example, atomoxetine
            (Strattera) is approved for treatment of ADHD and is a norepinephrine reuptake inhibitor
            rather than an amphetamine.3   As such it is less likely to make the OCD symptoms worse. Nevertheless, as with
            all medications it carries a risk for side effects, most commonly nausea, dry mouth,
            loss of appetite, and insomnia.
         

         
          In light of these complexities, medication for ADHD in a person with OCD should be
            handled by a doctor experienced in treating both conditions. He or she should be knowledgeable
            about a range of treatment options for co-occurring ADHD and OCD and can monitor how
            ADHD treatment affects the OCD.
         

         
         ____________________
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         More trial and error. Why couldn’t we have left well enough alone? “Dan has only two weeks left in the semester, and I’d really like to wait until he’s
         done with classes before trying this new medication,” I said.
      

      
       “No, he should really start taking it now,” Dr. Russell replied, and then ended our
         meeting.
      

      
       As we left his office, I said, “You know, Dan, sometimes I think we need to use our
         common sense. Why risk running into trouble with this new drug while you’re finishing
         up the semester? I say you wait the two weeks.”
      

      
       “But Dr. Russell said I should start it now.”

      
       “I know, but it doesn’t make sense. You’re doing fine without it. Finish the semester
         and then start taking it.”
      

      
       “Maybe.” He was hesitant.

      
       “What if you ask Dr. Vogel what he thinks?” I said.

      
       “Okay, that’s a good idea.”

      
       Dr. Vogel agreed that Dan should delay starting the medication, and so Dan conceded.
         He’d just needed to hear it from an authority.
      

      
       In the meantime, everything seemed to be coming together for Dan. He was now eating
         ice cream, wearing his new glasses (when they weren’t lost), and going into the 7-Eleven,
         all everyday things he hadn’t been able to do for a long time. And of course there
         was his biggest accomplishment: he completed the first semester of his sophomore year
         at Carson College with excellent grades.
      

      
       Dan and his friends decided not to renew the lease on their house, which meant Dan
         would live on campus with a roommate the next semester. He moved in with us for his
         winter break, and I was surprised how anxious he seemed. I assumed once the semester
         was over, he’d be able to relax. “He seems more stressed tonight than he’s been in
         a long time,” I said to Gary. “He even had to take a tranquilizer, and I can’t remember
         the last time he did that. Maybe it’s because he’s transitioning from so much work
         to a month of little to no structure.”
      

      
       “Could be,” Gary said. “He does seem a little shell-shocked.”

      
       Dan began taking the prescribed amphetamine as soon as school ended. “I definitely
         feel more awake,” he said, but again had trouble sleeping.
      

      
       And I still felt uncomfortable with this additional medication. This time Gary called
         Dr. Russell, who said, “Let’s keep him on the seventy milligrams and give him some
         more time to adjust.”
      

      
       Dan had a couple of weeks free before traveling to Canada. He golfed a few times
         with Gary and got together with some of his friends who were still in the area. I
         offered to drive him to the bookstore one day, and he became annoyed. “You’re really
         enabling me by driving me everywhere.”
      

      
       “You’re right, Dan,” I said, pleased he’d brought this to my attention. “There’s
         no reason you can’t drive yourself.”
      

      
       And so he did. He started driving all around Bridgeville to meet up with his friends,
         which warmed my heart. And he seemed comfortable behind the wheel. The time passed
         quickly, and before we knew it, he was off to Canada.
      

      
       “Remember our deal, Dan,” I said. “You need to be in touch once a day by phone, text,
         e-mail, smoke signal, whatever. Just so we know you’re okay and I can remind you to
         take your pills.”
      

      
       “I know, I know.” He rolled his eyes. He was losing his patience with me, which I
         took as a good sign. He was acting like a normal nineteen-year-old.
      

      

      

      Dan and Sara had a great time in Canada. He contacted us every day, except for one,
         which was a lot better than I’d anticipated, and he arrived back home happy. The next
         week we moved him into his dorm room. It was huge and meant for four students, but
         only he and his roommate Eric would live there. While Dan didn’t know Eric personally,
         he’d gotten a friend of a friend’s approval. I was relieved Dan would be on campus.
      

      
       “This semester is going to be tough,” Dan said after setting up his room.

      
       “Try to take one day at a time, honey,” I said. “I’m sure you’ll be fine. And don’t
         forget, Marilyn Lambert in Academic Support Services wants to see you at the beginning
         of the semester, okay?”
      

      
       “I’ll get around to it, I guess,” he said. I could tell he was feeling overwhelmed
         and stressed.
      

      
         A lot of kids are anxious at the beginning of a new semester, I told myself. It’s normal.

      
       I kept remembering Dan’s condition in August, and it was easy to see how far he’d
         come. He’d be fine.
      

      
       At his next appointment, Dr. Russell said, “I haven’t seen you in six weeks, and
         it’s obvious to me you’re more relaxed and comfortable.”
      

      
       This was true. After the initial stress of beginning the semester, Dan seemed to
         be settling in well. I was waiting for Dr. Russell to say he was going to wean Dan
         off the atypical antipsychotic, but instead he said, “Let’s stay on all your meds
         for another three months. They seem to be working well, and I think three more months
         will benefit Dan. Of course you can take a tranquilizer as needed, but as far as I
         understand, you’ve rarely had to.”
      

      
       Dan nodded. His physical exam again revealed a fast heart rate and a weight gain
         of three more pounds. He was still visibly shaky with tremors. Dr. Russell wasn’t
         concerned, and I comforted myself with the fact that in three more months, the weaning
         off of at least some of these meds would begin.
      

      

      

      Gary and I decided it was time to give Dan some space. “You don’t have to be in touch
         every day,” I told Dan. “Just check in a few times a week, okay?”
      

      
       “Sure.”

      
       It was actually a relief not to expect to hear from Dan daily. He still wasn’t reliable
         in that department, and as I’ve mentioned, he was often hard to track down. Now I
         could wait two, maybe even three days before I’d worry about why we hadn’t heard from
         him.
      

      
       Two weeks into the semester, when Gary and Ava were away visiting some of our friends
         for the weekend, Dan called. I heard his voice and immediately knew something was
         wrong.
      

      
       “I’m all out of sorts,” he said, and I could sense his restlessness. “I’ve been up
         at night and sleeping during the day. Can I spend the night there?”
      

      
       “Of course. I’ll be right over.” Anxiety flooded through me. If Dan wanted to come
         home, that meant something was terribly wrong.
      

      
       As I drove to his dorm, I repeatedly told myself I was overreacting.

      
       He was waiting for me outside. “You have your medication?” I asked.

      
       “Oh, no, I’ll get it.” We’d bought him a pill organizer to keep track of all his
         meds, and I looked at it when he returned. Then I looked up at him.
      

      
       “You haven’t taken your medication in two days, honey. What’s going on?”

      
       “I don’t know.”

      
       He spent the weekend with me and got back on track with the medication. He said he
         felt a little better, but his sleeping was still out of whack and I noticed he was
         twitching and wincing a lot. I hadn’t seen movements such as this since his days at
         St. Joseph’s.
      

      
       I was reluctant to bring him back to his dorm on Sunday, but he insisted on going.
         “Call if you need me, and I’ll see you in a few days for your appointment with Dr.
         Vogel,” I said.
      

      
       “Okay, see you soon.” He was lying on his bed already. It was hard to leave him.

      
       When I picked him up a few days later, he looked and felt even worse. “Dan,” I asked,
         “is your OCD getting worse?”
      

      
       “No, that’s not it at all.”

      
       Now I was really confused. “So what’s going on?”

      
       “I don’t know. Everything’s just so hard, from daily living to schoolwork. I’m so
         exhausted. I missed a couple of classes this week because I overslept.”
      

      
       “You have any idea why things are worse now? You’d been doing so well.”

      
       “No I haven’t. I’ve pretty much been like this all along.”

      
       All along? I knew this wasn’t true. I immediately thought back to when Dan was at
         St. Joseph’s and couldn’t remember any happy times from his childhood. His thinking
         was distorted then, and it was distorted now.
      

      
       “Dan, you just came back from a wonderful trip to Canada.”

      
       “It wasn’t so great,” he said. “I was anxious the whole time.”

      
       While Dan met with Dr. Vogel, I called Gary. “Something’s up with Dan, but I’m not
         sure what.” I’d updated him on Dan spending the weekend with me, but he hadn’t been
         concerned. Then again, he hadn’t seen Dan.
      

      
       “Really? He’s been doing so well,” Gary said. “Maybe you’re overreacting and this
         is all part of those ups and downs we need to expect.”
      

      
       “I don’t know. This seems different. And it’s not even his OCD that’s the problem.
         I wish he’d never started taking that amphetamine. It hasn’t even helped with his
         disorganization.”
      

      
       “Let’s see what Dr. Vogel says, and we’ll take it from there.”

      
       I was annoyed at my husband’s composure.

      
       “Dr. Vogel thinks we should call Dr. Russell,” Dan said as he got into the car after
         his appointment. He was twitching a lot.
      

      
       I tried to appear relaxed, though I wasn’t sure I was successful. “Okay, honey. What
         else did he say?”
      

      
       He spoke in a monotone. “He said he thinks I’m depressed, and I agree. It might have
         to do with the amphetamine.”
      

      
       I stared at my son. He was slumped over in the passenger seat, wincing. He looked
         defeated. Hadn’t he been through enough already? My eyes filled with tears. I immediately
         called Dr. Russell.
      

      
       “Let’s reduce the amphetamine to thirty-five milligrams (from seventy milligrams)
         right away,” he said. “And I’ll see him on Monday.”
      

      
       It was a long weekend, but Monday finally arrived.

      
       “It’s possible what’s happening to Dan might be a cyclical thing,” Dr. Russell said.
         He’d just met with Dan alone, and I was then invited into his office. “From everything
         you’ve told me, it was just about a year ago things started to fall apart for him.”
      

      
       “Yes, that’s true.”

      
       “Well, sometimes the brain goes in cycles. We want to stay on top of the situation
         so he doesn’t regress to where he was this time last year.”
      

      
       I’d never heard about the brain having this type of memory, but I didn’t find Dr.
         Russell’s theory far-fetched. In fact, I easily related to it. Twenty-one years earlier,
         I’d given birth to our daughter Leah. She was premature and struggled with all her
         being to survive, but she died at the age of six weeks. Never in my life had I experienced
         such profound loss: intense grief seared through me, tearing my heart apart and bruising
         my soul. For the past twenty-one years, as the month of March had gotten underway,
         sadness enveloped me. It wasn’t an emotion that stemmed from remembering. It was rooted
         in my being and arrived before I was even consciously aware of the time of year. It
         was my brain, or more likely my heart, remembering. Thinking of this, Dr. Russell’s
         words made sense to me.
      

      
       “So here’s what we’re going to do,” Dr. Russell said. “Stop the amphetamine altogether
         right now. Increase the atypical antipsychotic from 5 milligrams to 7.5 milligrams.
         We’ll keep the antidepressant the same at 150 milligrams. And I want Dan to take his
         benzodiazepine (one milligram) twice a day. Hopefully he’ll start to feel better in
         a few days, and I’d like to see you both again a week from today.”
      

      
       So many changes. Dr. Russell’s comment about Dan regressing to last year’s condition truly frightened
         me. If this plan could prevent that from happening, then so be it. But one thing didn’t
         sit right with me. “I’ve always thought you weren’t supposed to stop amphetamines
         abruptly. Shouldn’t Dan be weaned off it?”
      

      
       “No, he can just stop it completely,” Dr. Russell assured me.

      
       I turned to Dan. “Okay, let’s get back to your room and refill your pill organizer.”

      

      

      Two days later, Dan and I were on our way to Dr. Vogel. Dan was unusually quiet until
         we turned into the parking lot. “School’s too hard,” he said, becoming increasingly
         agitated. “Everything’s too hard. I don’t want to do this anymore, and I’m not even
         happy at Carson.”
      

      
       I felt as if I’d just traveled back in time seven months.

      
       “Honey, things were going well the end of last semester,” I reminded him. “You thought
         your teachers were great, you enjoyed your courses, and you were even talking about
         ideas for your senior project.”
      

      
       He looked at me as if I were making this all up.

      
       Instead of picking him up outside as I usually did, I decided to sit in the waiting
         area. I was hoping to talk with Dr. Vogel, or at least examine his face for signs
         of worry. He and Dan entered the room together, and Dr. Vogel looked at me. His eyes
         were filled with concern.
      

      
       “If you and Gary want to sit down and talk with me at any point, with or without
         Dan, that’d be fine,” he said.
      

      
       The heaviness in my chest that had finally lifted a couple of months earlier had
         returned. “Okay, thank you,” I said.
      

      
       I tried to sound upbeat as we walked to the car. “You feel any better after talking
         with Dr. Vogel, honey?”
      

      
       “No.”

      
       “Well, we’ll help you out as much as we can until you’re feeling better so you can
         just concentrate on your schoolwork, okay?”
      

      
       “No. That’s enabling me. I shouldn’t even be at Carson. I’ve been having panic attacks
         every single night, and I’m close to cutting myself again. I don’t want to do this
         anymore. I should’ve stayed at St. Joseph’s.”
      

      
       Dr. Parker’s voice in my head was telling me the same thing.

      
       “Dan, you need to give this some time,” I said. “It seems this new drug has done
         a job on you, and your other medication dosages have changed as well. Obviously this
         is a tough time for you.”
      

      
       “You’re not living up to the bargain we made,” he said. “When I was at St. Joseph’s
         you told me if school was too hard, you wouldn’t make me go. Well, now it’s too much
         for me to handle. You said you’d never make me do anything I really didn’t want to
         do.”
      

      
       What I wanted to tell Dan was that I knew, when he was feeling well, he absolutely
         did want to be at Carson. But I didn’t. “Dan, I hear everything you’re saying. I really
         do. But you’re in the middle of a crisis, so now isn’t the time to make any major
         decisions such as leaving school. We need to get you back on track first and then
         we can make smart decisions. Also, I think you should stay with us a few days, until
         you’re feeling better. And please consider talking with Dr. Moore as soon as possible,
         so she knows what’s going on too.”
      

      
       “Okay, I guess. But I want to go back to my dorm now. I’ll be fine.”

      
       I kept in close contact with him the next couple of days, hoping for the phone call
         telling me he was feeling better. Instead he sounded more anxious and depressed each
         time we spoke. He was dragging himself to classes, but that was about it.
      

      
       “Did you speak with Dr. Moore?” I asked him, more than once.

      
       “No, I just go to classes and sleep.”

      
       “Why don’t you come back to our place after school on Friday?”

      
       “Okay.” He didn’t even argue.

      
       Gary picked him up from his dorm on Friday evening, and when they walked through
         our door I was taken aback at how tired and worn out Dan looked, almost like an old
         man. He gave me a hug and then immediately went to bed.
      

      
       At noon on Saturday, he was still sleeping. I tried to wake him a few times but wasn’t
         able to. He finally arose early afternoon on Saturday, ate a lot, and went right back
         to sleep. He literally couldn’t keep his eyes open. I searched the Internet and found
         that heavy sleeping, hunger, and depression are all symptoms of withdrawal from the
         amphetamine he was taking. I also read that the drug shouldn’t be stopped abruptly
         but weaned off gradually, which confirmed my earlier thought.
      

      
       “I’m worried,” I said to Gary. “What was Dr. Russell thinking? I specifically questioned
         him about stopping the medication cold turkey.”
      

      
       “I’m calling him right now,” Gary said.

      
       The conversation was quick, and my husband was visibly upset. “Dr. Russell said we
         should keep Dan awake and reduce the antidepressant from 150 milligrams to 75 milligrams.
         He actually said he doesn’t believe all the sleeping is related to amphetamine withdrawal,
         and he expects to see you both on Monday.”
      

      
       “You’ve got to be kidding me.” A rare feeling of rage enveloped me, and I felt as
         if I’d lose control. “Not related to amphetamine withdrawal?” I realized I was shouting.
      

      
       “Try to calm down, Janet,” Gary said, but there was no stopping me.

      
       “I just need to get this straight,” I ranted. “Dan was on seventy milligrams of this
         amphetamine for seven weeks. Dr. Russell reduced his dosage to thirty-five milligrams
         for three days and then stopped the medication. Everything I’ve read says that’s a
         recipe for disaster. And now the doctor’s trying to tell us Dan’s symptoms aren’t
         related to withdrawal? Seriously?”
      

      
       I called Mark, who said, “This amphetamine is relatively new so issues with it might
         not be known yet. It certainly seems related to his sleepiness and is likely relevant
         to his depression as well. You know, people can have strong dependency issues with
         amphetamines. They provide a boost in energy and a state of relative optimism, so
         when someone’s taken off them, it’s not unusual to crash. Some patients need rehab
         to get off them. It sure seems as if Dan is having a strong reaction to stopping.”
      

      
       Yes, it did. By Sunday morning my rage had morphed into fear. Our efforts to keep
         Dan awake proved futile, and aside from a couple of eating binges, he slept until
         midafternoon on Sunday.
      

      
       “I have to get back to school,” he said. “I have work due tomorrow. I need to get
         to the labs.”
      

      
       “Let’s talk with Dr. Moore tomorrow before your appointment with Dr. Russell,” I
         said. “I don’t think you’re well enough to go to the labs.”
      

      
       “No, I have to go back,” he insisted. Reluctantly, Gary drove him back to school.
         Dan slept the whole way.
      

      
       I was worried about Dan’s physical well-being as much as his mental health. All his
         sleeping had left him even more haggard. His body was being put through the wringer.
      

      
       Shortly after Gary returned home, Dan called. His voice was barely audible. “Can
         you come get me? I can’t stay awake.” Once again, Gary drove to Carson and returned
         with Dan. We were able to talk for a few minutes before he fell asleep again. “I have
         a morning class, but I’m not prepared,” he said.
      

      
       “Don’t worry about that, Dan. Your health is what matters now. How about if I talk
         to Dr. Moore in the morning while you tell your teacher what’s been going on? Then
         we can see Dr. Russell in the afternoon.” The thought of having to face Dr. Russell
         made me physically ill, but what choice did we have? The time to find a new doctor
         was not now. Dan agreed to that plan and within minutes was fast asleep again.
      

      
       I was able to wake him in the morning, but he slept all the way to school. I parked
         in Carson’s main lot and was able to nudge him awake. “Honey, I’ll go see Dr. Moore
         now, and you’ll go talk to your teacher, okay? Just as we talked about yesterday.”
      

      
       “Okay,” Dan said. “But I’m a little early. I’ll rest in the car until it’s time for
         class.”
      

      
       “I’m afraid you’ll fall asleep. Why don’t you get out into the fresh air?”

      
       “I’m fine,” he insisted, speaking those two words I hated. Dan was not fine, physically
         or mentally. That would’ve been obvious to anyone. I was reluctant to leave him alone
         but decided to speak with Dr. Moore.
      

      
       “Let’s meet back here,” I said, hoping he’d make it out of the car.

      
       Being in Dr. Moore’s office was always emotional for me. Dan and I were there when
         he was at his worst, and Dr. Moore was always so genuinely concerned about him that
         my guard automatically came down around her. Maybe it was because she had a son Dan’s
         age. Somehow the feelings and concerns I always tried to hide were mirrored on her
         face. I took one look at her and began to cry.
      

      
       “He’s been trying so hard, but he’s in rough shape,” I said, and updated her on the
         last few days. “I’m not really sure what to do at this point.”
      

      
       “Do you know Chris over at the counseling center?” Dr. Moore asked. She handed me
         a tissue.
      

      
       “No, I don’t.”

      
       “Actually, I just saw him here. Let me see if I can find him. He’s great.”

      
       Waiting in her office by myself, I vividly remembered Dr. Moore helping Dan choose
         his courses ten long months ago. He’d been chewing like crazy on his hood strings
         and was a bundle of stress, anxiety, and fear. He’d come so very far and was now sliding
         backward. Just a temporary setback, I thought, hoping with all my heart it was true.
      

      
       Dr. Moore returned with Chris, who was all business. “Withdrawing abruptly from amphetamines
         can be dangerous, and from what Dr. Moore just told me, it sounds as if Dan is being
         hit hard. If I were you, I wouldn’t wait until his afternoon doctor’s appointment.
         I’d take him over to Lakeview Center right now.”
      

      
       “Lakeview Center?”

      
       “It’s the mental health center of Bridgeville Memorial Hospital,” Chris said. “It’s
         a short-term facility, and they’re good. They’ll evaluate Dan and get him back on
         track, hopefully get him off some of these meds. He’s going through severe withdrawal
         now and needs to be closely monitored.” I could hear the concern in his voice. While
         I had been trying to not overreact to Dan’s situation, Chris’s obvious worry thrust
         me into panic mode.
      

      
       “Thanks, I’ll do that,” I said, and hurried from Dr. Moore’s office, promising to
         keep her posted.
      

      
       I half ran, half walked back to my car, almost certain I’d find my son fast asleep
         in the front passenger seat. And there he was.
      

      
      
   
      Chapter 13

      Picking Up the Pieces

      
         
         

         

         
         
         
         
      

      
      I was almost frantic getting into the car and startled Dan when I shut the door. “How
         long was I sleeping?” he asked, groggy and disoriented.
      

      
       “I left you almost an hour ago.”

      
       He lifted his heavy head and looked at me. “Mom, I really feel terrible.” He sounded
         frightened.
      

      
       I was scared too, but at least I had a plan. “Honey, we’re going to Lakeview Center
         to see if they can help you, okay?” I didn’t bother giving him any details about the
         clinic.
      

      
       “Okay, that sounds good,” he said, not bothering to ask any questions.

      
       Even though I knew Lakeview Center was near Bridgeville Memorial Hospital, we had
         trouble finding it. Tucked away on a tree-lined side street, it was a nondescript
         three-story brick building that, to me, seemed purposely hidden. The parking lot was
         empty. Dan had been awake during the entire fifteen-minute drive, and I could tell
         by his expression he was troubled. Now that we’d arrived, neither of us knew what
         to expect.
      

      
       “Am I staying here?” he asked. I got the impression he wouldn’t have minded.

      
       “I honestly don’t know, honey. Why don’t we take one thing at a time and hear what
         they have to say?” This was all happening so fast, for both of us. When Dan had gone
         to St. Joseph’s Hospital we’d researched the program thoroughly and were still faced
         with surprises. Now here we were, about to cross the threshold into a mental health
         facility we knew nothing about. My biggest fear was once Dan was in he’d never get
         out. But what were our options? He needed help now, and if we went to the emergency
         room at Bridgeville Memorial Hospital, they’d only refer him to Lakeview.
      

      
       I looked at my son’s face, etched with pain, and felt so proud of him for his continued
         willingness to accept help. I shuddered to think how much worse off we would’ve been
         if he’d been resistant to the therapy that had truly benefitted him. Still, I was
         ambivalent about what was to come.
      

      
      
         
         
         
         Recovery Avoidance

         
         There are many obstacles to effective treatment for people with obsessive-compulsive
            disorder. For example, many people don’t know that effective treatment exists, don’t
            live close to an exposure and response prevention (ERP) therapist, or can’t afford
            treatment. For some OCD sufferers, the final barrier is their own willingness to seek
            treatment, which has been termed “recovery avoidance.”
         

         
          Why would a person who is suffering from a debilitating condition refuse effective
            treatment? There are many possible reasons. Some people say it feels as if their OCD
            is an integral part of themselves, and the idea of giving it up is scary. They may
            say things such as, “I don’t know who I am without my OCD.” (The answer is usually
            “a happier and more productive version of you.”) Part of the fear can come from the
            belief that the OCD has been keeping them safe, and giving up OCD may be a risk they’re
            not yet willing to take.
         

         
          Another common and related fear is that the exposures in ERP will be too hard. It’s
            difficult for people to imagine not only doing what they’ve been avoiding but also
            not doing their rituals. These fears can be addressed in part by letting the individuals
            know that exposures will happen gradually and at their own pace, and that they will
            be “in the driver’s seat.” Some media depictions of “extreme” exposures such as licking
            toilet seats might be responsible in part for these fears about the treatment.
         

         
          Family accommodation (discussed earlier) can also contribute to recovery avoidance.
            If treatment is seen as difficult and painful and family members are making it less
            painful to have OCD (for example, by doing rituals for the person), then the balance
            might be tipped in favor of recovery avoidance.
         

         
          It can be painful for family members to see their loved one suffering and not getting
            help, especially when treatment is available. As family members we can do things that
            encourage treatment seeking, and yet we can’t force a person to get help. The best
            we can do is to provide our love and support (which doesn’t mean accommodating the
            OCD). In the end, the decision to seek treatment rests with the OCD sufferer.
         

      

      
         We can always leave, I thought, as we opened the door and stepped inside of Lakeview Center. We found
         ourselves standing in an empty waiting room. Straight ahead was a glass receptionist’s
         window. It was closed. As we walked toward the window, a young woman slid it open.
      

      
       “What can I do for you?” she asked curtly, looking Dan and me over.

      
       “My son’s a student at Carson, and a counselor there recommended we talk with someone
         here.”
      

      
       “Julie,” the receptionist yelled toward another room. “Screening for a possible admission!”

      
       I took a deep breath, and Dan took a seat on a folding chair. Moments later, a middle-aged
         woman approached us. “Hi, I’m Julie, one of the admitting nurses. Let’s go into a
         consultation room where we can talk.”
      

      
       She led us into a room barely big enough for the three of us, and we sat on metal
         chairs at a round table. Julie smiled at me kindly. “Why don’t you tell me what’s
         going on.”
      

      
       “Well, Dan has OCD and is on various medications. The problem now is he was taking
         an amphetamine and he became depressed. His doctor took him off it completely, and
         he’s barely been awake for three days. He feels lousy also. I’m worried about his
         mental and physical health.”
      

      
       While that was quite a condensed version of Dan’s story, I figured it’d be enough
         to work with. Part of me expected her to be incensed as she exclaimed, “The doctor
         did what?” but instead she showed no emotion while taking notes.
      

      
       “Would you mind if I spoke with Dan alone?” she asked.

      
       Of course I minded, but I went out to the waiting area anyway. I felt numb. If I’d
         allowed myself to think about what was unfolding before me, I knew I’d cry. A few
         minutes later, Julie came out and sat beside me. “I spoke with Dan, and we agree he
         needs to stay here,” she said gently. My eyes welled with tears.
      

      
       “I know, I know,” she said, patting my arm. “We’re going to try to get him back on
         track. Do you know he’s been having suicidal thoughts?”
      

      
         Bam. I felt as if I’d just been hit by a truck, which then landed on my chest. I struggled
         to catch my breath. “What?” I could not have possibly heard correctly.
      

      
       “He says he doesn’t feel he’d act on them, but he’s been having these thoughts over
         the last few days.”
      

      
       “Could this all be from medication withdrawal?” I asked. I wished I’d still felt
         numb.
      

      
       “Maybe,” Julie replied, “but he also has urges to cut himself as I’m guessing you
         know.”
      

      
       “Yes.”

      
       “Let’s go in and talk with Dan together,” she said, “and I’ll explain what to expect
         the next few days.”
      

      
       This was one of those rare times in my life when I felt I was on the sidelines watching
         a movie unfold. I mean, this couldn’t be happening to me, or to Dan. I told myself I didn’t want to watch this movie anymore. I’m done. I want to leave now. But a moment later I realized that wasn’t possible. I was one of the main characters
         in the film, and the rest of the story had to be played out. So I stood and followed
         Julie, with that truck still sitting on my chest.
      

      
       The conference room door had been left open, presumably so the nearby nurses could
         watch Dan. I saw him from the back, slumped forward in the chair with his head in
         his hands.
      

      
         He’s going to be okay. Just pull yourself together. He needs you.

      
       Julie and I walked into the room and sat on either side of him.

      
       “Okay, then,” Julie said, addressing both of us. “We have a lot of paperwork to do.
         The usual stay here is three to five days. Dan will have a physical checkup, attend
         some group therapy meetings, and meet with a psychiatrist, who will likely adjust
         his meds. The idea is to get back on track and then follow up with your own health-care
         providers.”
      

      
       “How will the psychiatrist here make medication changes without knowing what meds
         Dan’s previously been on?” I asked.
      

      
       “Well, the doctor will contact Dan’s psychiatrist, but if you could summarize his
         medication history yourself, that’d be great,” Julie said. “You can bring it back
         tonight. Visiting hours are from six-thirty to seven-thirty every evening.”
      

      
       “Okay,” I said. “Dan and I can go home, get his stuff, and come back this evening.”

      
       “No,” Julie said. “We’re admitting him now so he has to stay.”

      
       I was apprehensive about the whole situation so when Julie left to get the paperwork,
         I whispered to Dan, “You don’t have to stay here. We have other options.” I had no
         idea what other options there were, but I said it anyway.
      

      
       “It’s okay, Mom,” Dan said. “I want to stay. I need to stay. I can’t continue the
         way I am.” He was shaking and looked as if he’d just climbed a mountain, yet he was
         the voice of reason.
      

      
       “Okay, honey, if that’s what you want.” I hoped it was the right decision.

      
       Julie came back in with a stack of papers. “What’s the criteria for his discharge?”
         I asked.
      

      
       “Well, as soon as the doctor feels Dan is stable and not a danger to himself in any
         way, he’ll discharge him.”
      

      
       “What if that takes longer than five days?” I still imagined them keeping him forever.

      
       “It shouldn’t.”

      
       She sensed my discomfort and added, “If Dan decides he wants to leave at any point,
         he has the right to do that. He just has to sign a statement assuming complete responsibility
         for leaving against medical recommendation.”
      

      
       “Okay, thanks,” I said, forcing a smile. We completed the paperwork, and Julie addressed
         Dan.
      

      
       “You’ll be assigned to the third floor, the adult ward with minimal supervision.
         There are people in similar situations as you, perhaps suffering from depression or
         other mental illness. Also substance abusers are on this floor. Clients who might
         be violent or need more supervision are on the second floor, and the first floor houses
         our children’s ward.” She paused. “The first twenty-four hours you’re required to
         wear scrubs. You can put all your belongings in this bag, and you’ll get them back
         when you leave.”
      

      
         It’s like being in prison, I thought.
      

      
       “You also need to give me the laces from your sneakers,” Julie said.

      
         No, more like a mental hospital.

      
       Julie turned toward me. “When you come back tonight you can bring Dan loafers, or
         any shoes without laces. Feel free to bring him clothes and toiletries as well. Here’s
         a list of prohibited items.”
      

      
       “Okay.” I felt sad and overwhelmed. “I guess I’ll go now. Dad and I will see you
         in a few hours, honey.” I gave him a hug.
      

      
       “Okay, Mom, see you soon.” I could tell he was struggling to stay awake. I turned
         and left quickly; I didn’t want my son to see me crying.
      

      
       I walked outside and felt the sun on my face. It seemed like days ago that Dan and
         I were driving around looking for Lakeview. In reality it had been an hour. I got
         into the car, had a good cry, and called Gary. I had a lot to tell him, since the
         last thing he knew, we were going to check out Lakeview.
      

      
       On my way home, I stopped at T.J.Maxx to look for sandals for Dan. Never in a million
         years would I have imagined myself on this shopping trip, and once again I felt as
         if I were in the audience watching a movie. The feeling only lasted a moment and then
         I wandered around the store in a daze, wondering, What’s appropriate footwear for a  psychiatric facility? By the time I arrived home, I was anxious and agitated. “There’s so much to do before
         we go back tonight,” I said to Gary. “But first I need to go online.” I easily located
         several websites describing the amphetamine Dan was taking. Not only did they all
         list the withdrawal symptoms he had experienced, each one also had a variation of
         the same warning: the abrupt cessation of this medication could cause extreme fatigue
         as well as severe, even suicidal, depression in adult patients.
      

      
      
         
         
         
         Withdrawal from Stimulants

         
         Psychiatric medications such as the stimulants used to treat ADHD have many effects
            on the body and the brain, and these effects can be seen quite vividly when a medication
            is suddenly stopped. As a rule of thumb, the effects of stopping a medication are
            the opposite of the effects of taking the medication. For example, benzodiazepines
            (like Xanax) decrease anxiety; stopping a benzodiazepine can lead to increases in
            anxiety, irritability, and insomnia.1   Similarly, stopping stimulants such as methylphenidate (Ritalin) and lisdexamfetamine
            (Vyvanse) can lead to fatigue and depression.2  
         

         
          Withdrawal symptoms are likely anytime the body has gotten used to the effects of
            a substance. In the case of amphetamines, the drugs cause more of the neurotransmitters
            dopamine and norepinephrine to be released, and also block the reuptake of these neurotransmitters.
            The result is increased levels of dopamine and norepinephrine, which has a stimulating
            effect and is probably responsible for the effectiveness of stimulants on ADHD. However,
            there are “downstream” effects of having more dopamine and norepinephrine available—for
            example, neurons that are constantly bathed in high levels of a neurotransmitter will
            tend to decrease the number of receptors for that chemical. Once the medication is
            stopped and neurotransmitter levels go back down, there are too few neurotransmitter
            receptors to support normal neuron firing, leading to the painful and potentially
            dangerous withdrawal symptoms.3  
         

         
          Many medications need to be stopped gradually and under a doctor’s supervision in
            order to prevent serious, even grave, withdrawal symptoms. For example, someone who
            suddenly stops taking a benzodiazepine is at risk not only for feeling lousy but also
            for potentially lethal withdrawal symptoms like seizures. In the case of stimulants,
            a gradual taper will decrease the risk for incapacitating fatigue and depression (and
            the associated risk for suicide). Additionally, a doctor can work with the individual
            to plan the taper such that it’s minimally disruptive for the person’s life and can
            monitor for dangerous side effects, making adjustments to the plan as needed. A carefully
            planned and supervised schedule can make the withdrawal process as successful as possible.
         

         
         ____________________
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       I felt sick. We’d trusted Dr. Russell, and he’d mistreated our son. There was no
         way we were going back to him. Anger was brewing inside of me, but I knew this wasn’t
         the time to dwell on the injustice of the whole situation. Instead, I focused on gathering
         Dan’s clothes and toiletries. I looked at the list of prohibited items Julie had given
         me. There were the more obvious things, such as razors, knives, scissors, and belts.
         Also listed were pens, nail files/clippers, lip balm, and baby powder. No electronics
         were allowed, including cell phones and computers. I needed to remove all the drawstrings
         from Dan’s pajama bottoms and make sure there was no alcohol in his toiletry items.
         I smiled when I realized there was one benefit to Dan gaining weight. His pants were
         more likely to stay up without the drawstrings. I put everything into a plastic bag
         and then realized my mistake and switched to paper. Plastic bags were forbidden.
      

      
       I then typed out a detailed history of Dan’s medications, beginning just about a
         year earlier, when he began taking an SSRI. I made sure to stress the most recent
         incident with the amphetamine. “Now that I see it in writing, I can’t believe how
         many meds Dan’s been on,” I said to Gary.
      

      
       “Yeah, lots of trial and error,” Gary said. Our eyes met and we knew we were thinking
         the same thing. Mostly error.

      
       “I hope Chris is right about Lakeview and they get Dan off some of these drugs,”
         I said. “Who knows how else they’re affecting him?”
      

      
       Before we left for Lakeview, we updated Ava. “Dan’s been having a rough time, honey,
         so he’s in the hospital for a few days. He’ll be okay. But kids can’t visit, not even
         siblings, so Dad and I will be going to see him the next few nights.” Even though
         Ava understood and seemed okay, I felt bad leaving her alone.
      

      
       At six o’clock Gary and I took Dan’s paper bag and medication history and headed
         to Lakeview. There were several other cars in the previously empty parking lot when
         we arrived. I couldn’t wait to get up to the third floor to see Dan.
      

      
       We entered the building through the same door Dan and I had walked through earlier
         in the day, but this time the waiting room was filled with people. I glanced around
         and saw an older couple, a couple likely in their forties, a few single adults, and
         a father with two young children. But children weren’t allowed to visit; I wondered
         why they were there.
      

      
       Not sure of the procedure, Gary and I stopped at the receptionist’s window. This
         time an older man sat behind the glass. “We’re here to see Daniel Singer,” I said.
         The man looked shocked.
      

      
       “Always use the ID number, never the name,” he scolded. “We have privacy issues.
         Also you need to sign in here with the ID number of the person you’re visiting.”
      

      
       I looked through all our papers, found Dan’s ID number, and signed in.

      
       “I’ll need to look through that bag,” the man said, pointing to our paper bag filled
         with Dan’s stuff. He took it behind the counter, removed each item individually, put
         everything back into the bag, and then gave it back to me.
      

      
       “Anything else we need to do?” I asked. I was feeling slightly violated.

      
       “You need to empty your pockets and leave everything here until you leave the premises,”
         he said, handing us a small tray. Gary and I were taken off guard. “What a lot of
         people do,” the man said, “is leave everything in their locked cars except their car
         keys, which they drop off here.”
      

      
       “Thanks, we’ll do that,” Gary said. We gave Ava a quick call to let her know we wouldn’t
         be accessible for a while and then left everything but the car keys in the car.
      

      
       “I had no idea it’d be such an ordeal to see Dan,” I said, “and we’re not even upstairs
         yet.” We went back into the clinic, wondering what would happen next.
      

      
       At six-thirty exactly, a security guard came into the waiting room, and everyone
         stood and followed him. No words were spoken. He unlocked a door that led into a corridor
         with an elevator at the far end. Everyone walked silently behind the guard, and I
         noticed the children weren’t there. The guard unlocked the elevator, and we all squeezed
         inside. Still, no one was talking. It was an express elevator to the third floor.
         The doors opened and we followed the group to the left. We ended up in front of what
         looked like a nurse’s station.
      

      
       There were some people milling around, and the crowd quickly scattered as visitors
         and patients found each other. I eagerly scanned the area looking for Dan but didn’t
         see him.
      

      
       “Who are you here to see?” one of the nurses asked kindly.

      
       I wasn’t even sure how to answer. Were we there to see Dan or 064? I made a split-second
         decision. “Dan Singer.”
      

      
       “Oh, Dan. He’ll probably be down in a minute. I think he’s in his room.”

      
       “Well, I have his medication history here,” I said, thinking she might be a good
         person to give it to. Her name tag said, “Linda, Head Nurse.”
      

      
       “Great. Let’s take a look at it.”

      
       She got to the part where I summarized the events of the past few days. “Yeah, that
         explains a lot,” she said to me, rolling her eyes. This was the first of only two
         times during Dan’s stay at Lakeview that there was any kind of acknowledgment of Dr.
         Russell’s error.
      

      
       “How’s he doing?” I asked Linda.

      
       “Let’s look at his chart,” she said. “The doctor prescribed ten milligrams of a new
         stimulant twice a day for Dan in addition to his other medications.”
      

      
       “More medication? I thought the idea was to get him off some of this stuff.” I realized
         there was an edge to my voice, but I was exasperated.
      

      
       “Why is he on that?” Gary, the calm one, asked.

      
       “I’m guessing to help with his withdrawal symptoms, but I’m not really sure,” Linda
         said. “While you’re waiting for Dan, let’s check the bag you brought for him.”
      

      
       “They already looked through it downstairs,” I said.

      
       “I know,” Linda said, “but we have to go through it again and take inventory of everything.”

      
       “Okay.” I was starting not to care who looked at what, but I didn’t need to watch
         the staff count Dan’s underwear. I turned around, hoping to see Dan, and noticed him
         at the far end of a long corridor. He was walking toward us, I assumed from his room.
         He was wearing blue scrubs and his laceless sneakers. His head was down as he shuffled
         along. It seemed to take a long time for him to reach us.
      

      
       “Hi,” he said with a forced smile.

      
       “Hi, honey,” I said. We each hugged him.

      
       There was a big lounge area where all the patients and their visitors gathered. Everyone
         seemed to find their own little niche to have some privacy. The three of us settled
         into an area in the back left corner of the room. “So are you having fun?” I asked,
         trying to lighten the mood.
      

      
       “What should I do about school?” he asked. He was nervous, jittery, and drawn.

      
       “The most important thing is for you to get well, Dan, and then we can figure out
         school,” I said. “Don’t worry about it.”
      

      
       “I know,” he said, “but we still have to make some decisions.”

      
       “Well, I figured I’d call Dr. Moore first thing in the morning, okay?”

      
       “Yeah, that’s a good idea,” he said. “You know, there’s no way I can miss a week
         of animation classes and still stay in those courses. It’s too intense and I’d be
         too far behind. Not to mention, we’re not allowed to miss any classes.”
      

      
       “I’ll talk to Dr. Moore about it and get back to you. Whatever will be, will be,”
         I said. I was glad when the talk shifted to sports; Gary and Dan both needed some
         lighter conversation, and I used the time to try to sort things out.
      

      
       I knew Dan would have to drop out of his animation classes. He might even have to
         take a leave of absence from school. That was okay. The focus had to be on his physical
         and mental health. Everything else was secondary. It struck me how differently I felt
         now compared to when he was at St. Joseph’s. Both situations involved Dan on the verge
         of not returning to school. Except now we were dealing with a crisis, not a difference
         in opinion as to how he should live his life.
      

      
       Dan and Gary were still talking about sports, so I took a good look around the lounge.
         There was a young man around Dan’s age talking quietly with his parents. Was he depressed,
         suicidal, addicted to drugs? There was no way to know. The older couple I’d seen in
         the waiting area was visiting with an elderly man. Why was he there? Had his wife
         of sixty years recently died and left him depressed? The loudest couple in the room
         was a woman and the man who’d left his two children downstairs. They were laughing
         and having a grand ol’ time. What was she in for?
      

      
       “Mom,” Dan said, jolting me back, “you have to leave in a few minutes, so we thought
         we’d pay attention to you.” He smiled.
      

      
       “Thanks, I appreciate that.” I smiled back. “When I talk to Dr. Moore, is there anything
         specific you want me to ask her?”
      

      
       “Please be sure to thank her for all her help, okay?”

      
       “I will.”

      
       “And I guess I need to know what my options are.”

      
       “Okay. You have any idea what you’d prefer to do?”

      
       “I don’t know. I might have to take a leave of absence this semester,” he said. “It’d
         be great to just drop the animation courses and continue with my three other courses,
         but I don’t know if that’s allowed.” He put his head in his hands. “I’m so sorry about
         all this.”
      

      
       “Sorry?” Gary said. “Dan, you’ve nothing to be sorry about. You didn’t do anything
         wrong.”
      

      
       I agreed. “If anything, it’s the other way around, honey. We thought you were getting
         good care, and I’m so sorry you weren’t. That will change, I promise you.”
      

      
       Dan didn’t seem to hear me. “Did you know the doctor prescribed a different stimulant
         for me?”
      

      
       “Yeah, the nurse updated us when we arrived,” I said. “Did the doctor say anything
         we should know about?”
      

      
       “Not really, but he did some blood work.”

      
       Out of the corner of my eye, I noticed some visitors making their way to the elevator.
         It was 7:28 p.m.
      

      
       “I guess we have to go,” I said to Dan. I really didn’t want to leave him there.
         I picked up the paper bag that now only had a pair of shoes. I had bought two pairs
         at T.J.Maxx for him to choose from.
      

      
       “Tomorrow I get to wear real clothes,” he said.

      
       “Okay then, we’ll see you tomorrow, same time, same place, in real clothes.” I gave
         Dan a hug and he walked with us to the elevator.
      

      
       “See you tomorrow,” Gary said.

      
       The security guard waited as the visitors crammed into the elevator. I waved to Dan
         as the door closed. Our trek back to the waiting area was exactly the same as earlier,
         only in reverse: the unlocking of doors, the walk down the long corridor, the silence,
         and the staying together as a group.
      

      
       In the waiting room, the two children we’d left an hour ago were sitting quietly,
         waiting for their dad.
      

      
       “They were fine,” the receptionist said, and the dad thanked him.

      
       Gary and I signed out and were handed our car keys. In the fresh air, away from the
         innards of Lakeview, this turn of events was hard to grasp. “I can’t believe he’s
         in there,” I said to Gary.
      

      
       “I know, it doesn’t seem real. He’d been doing so well. I really thought he was on
         his way.”
      

      
       I nodded. “Me too, but now everything’s a mess.”

      
      
   
      Chapter 14

      It Didn’t Have to Happen

      
         
         

         

         
         
         
         
      

      
      I called Dr. Moore the next morning and told her Dan would likely be hospitalized
         all week. “As long as he gets well,” she said. “That’s the main thing.”
      

      
       “That’s what I told him,” I said, “but he’s so concerned about school. He knows he’ll
         have to drop his animation courses but was hoping to be able to catch up on the others.”
      

      
       “Yes, he will have to withdraw from his animation major,” Dr. Moore said, “but continuing
         his other classes shouldn’t be a problem.” While I wasn’t surprised that Dr. Moore
         confirmed Dan would have to drop out of his major, I’d secretly hoped she’d somehow
         make an exception for him. I knew it was a long shot, so why was I so disappointed?
         I cast my emotions aside and thanked her, sincerely, for her ongoing support.
      

      
       Next, Gary and I decided to meet with Dr. Vogel during Dan’s regularly scheduled
         appointment and discuss the situation with him. He knew what was going on, because
         someone from Lakeview had called and updated him. “Dan had really been doing well
         there for a while,” he said. “I’m sorry this had to happen.”
      

      
         It didn’t have to happen, I thought, but didn’t say this aloud. I had a lot of pent-up anger but wanted to
         use our time with Dr. Vogel for Dan’s benefit, not mine.
      

      
       “Tell Dan to call me if he wants,” Dr. Vogel said. “I do think he should continue
         with whatever courses he can. It’s important for him to be productive and have structure
         as well. And try to relax a little,” he said, looking at me. “Lakeview’s a good place.”
      

      
       That seemed to be the consensus: Lakeview was a good place. Meanwhile I had no idea
         what they actually did there. And because Dan was considered an adult, we’d had no
         contact with any of his doctors. We were, however, promised a meeting with a social
         worker prior to his discharge. Though we were totally disconnected from what was going
         on with Dan, I was okay with it. I certainly felt better than when he was at St. Joseph’s,
         since I knew his stay at Lakeview would only be a few days. Still, a small part of
         me worried they’d want to keep him forever.
      

      
       That evening, Gary and I arrived at Lakeview a little before six-thirty, and this
         time we were pros. There were familiar faces in the waiting room as well as some new,
         shell-shocked ones. We turned over our keys and signed in to visit 064. We hadn’t
         brought anything for Dan so thankfully were able to bypass the degrading bag searches.
         Our trip to the third floor went exactly the same as the day before, and it would
         be that way for each subsequent visit.
      

      
       “How are you feeling, honey?” I asked Dan as the three of us settled into our nook
         in the lounge area. His tremors were noticeable, his anxiety palpable.
      

      
       “A little better,” he said, “but I’m so hungry all the time.”

      
       “I’m guessing that’s related to withdrawal,” I said.

      
       “Yeah. I got a new medication today.”

      
       “You’re kidding.” I regretted my words immediately.

      
       “What is it?” Gary asked calmly.

      
       “Some kind of sedative,” Dan answered. “I take it as needed for anxiety.”

      
       “Oh, instead of the benzodiazepine?” I was hopeful.

      
       “I’m not sure,” he said. At this point he was taking so many medications he likely
         couldn’t keep them straight.
      

      
      
         
         
         
         Use of Benzodiazepines in OCD Treatment

         
         Obsessive-compulsive disorder often causes a tremendous amount of anxiety, which OCD
            sufferers understandably want to alleviate. One way to lower anxiety in the short
            term is to take medication known as benzodiazepines; examples include familiar drugs
            such as Xanax (alprazolam), Klonopin (clonazepam), and Ativan (lorazepam). These medications
            work directly on the neurotransmitter system known as GABA—the same system through
            which alcohol and barbiturates have their calming effects.1  
         

         
          Do benzodiazepines work in the treatment of OCD? The answer based on several rigorous
            studies is “probably not.” While they might take the edge off the anxiety in the short
            term (just as alcohol might), they don’t effectively treat the obsessions or compulsions.
            The American Psychiatric Association does not recommend benzodiazepines for treating
            OCD, noting the lack of data showing that they work and the potential for bad side
            effects.2   Common side effects of benzodiazepines include drowsiness and memory problems (as
            noted above) as well as dizziness, clumsiness, and nausea.3  
         

         
          Benzodiazepines may also lower the effectiveness of exposure and response prevention
            (ERP) for OCD. Exposure therapy typically requires some degree of anxiety during the
            exposures;4   thus individuals who have their anxiety artificially reduced with drugs such as
            Xanax or Klonopin might not receive the full benefit of the exposures. When a person
            starts ERP while on a benzodiazepine, the therapist might work with the prescribing
            physician as well as the OCD sufferer to time the medication schedule so that the
            person is not taking the medication just before or after an exposure session.
         

         
          Despite the reasons not to prescribe benzodiazepines for individuals with OCD, why
            do many doctors continue to do so? For one thing, the drugs do tend to relieve anxiety,
            at least in the short term, which might lead doctors to prescribe them for OCD. Additionally,
            some doctors might not be aware of the latest research in this area. An influential
            study from 1992 suggested that clonazepam might help individuals with OCD who hadn’t
            responded to an antidepressant.5   However, later studies found no advantage for clonazepam over placebo; for example,
            one study found that one of sixteen OCD sufferers improved on clonazepam, versus two
            of nine on placebo.6  
         

         
          The frequent prescribing of ineffective and risky medications for OCD again highlights
            the importance of finding a doctor who understands OCD and its effective treatment.
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         He’ll be out in a few days. Just stay calm. “Any discussion of when you might come home?” I asked.
      

      
       “Probably not until Friday.”

      
       “Three days away,” I said. “How do you feel about that, honey?”

      
       “It’s fine. I’m resting a lot, which is what I think I really need. They have some
         different kinds of therapy too. They’re pretty good, though not as great as St. Joseph’s.
         But some stuff’s helpful.”
      

      
       “Okay, then, we’ll set our sights on Friday,” Gary said, “and in the meantime just
         try to take advantage of whatever you can here.”
      

      
       “How was your meeting with Dr. Vogel yesterday?” Dan asked. His knee was bouncing.

      
       “I’m glad you asked,” I said. “He said he’d be happy to talk with you about school
         if you want.”
      

      
       “No, I don’t need to. I already know what he’d say. He’d tell me to continue with
         my three liberal arts courses since it’s good to have structure and be productive.”
      

      
       Gary and I chuckled. “That’s exactly what he said,” I admitted. “I guess you know Dr. Vogel pretty well by now.”
      

      
       “Yeah.” Dan was smiling. “We spend a lot of time together. That’s what I’ve been
         leaning toward doing anyway.”
      

      
       “Great,” I said. “You’ll still be in school, but we’ll be able to focus more on your
         health. I’m looking into finding a new psychiatrist and a family doctor as well.”
      

      
       “Sounds good.” He looked exhausted.

      
       The crowd was beginning to gather near the elevator, so we headed in that direction
         with Dan.
      

      
       “Any plans for the rest of the night?” I asked. I had no idea what his options were.

      
       “They have some good snacks before bed,” he said. “See you tomorrow.”

      
       We waved as the elevator door closed, and then settled into our group routine of
         leaving Lakeview.
      

      
       Once Dan decided about his academics, I met with Dr. Moore. She said, “Because he’s
         withdrawing from his major for medical, not academic, reasons, he’ll be at the top
         of the list next year if there are openings.”
      

      
       “If?”

      
       “Yes. There are no guarantees, but every year a few people drop out or fail. And
         as I said, Dan’s at the top of the list.” She noticed the concern on my face. “I spoke
         with Kevin, Dan’s animation teacher, who told me Dan’s quite talented. He’s the type
         of student we don’t want to lose, so just don’t worry about next year now.”
      

      
       “Thank you.” Of course she was right. Next year was a long time away. We had so many
         other things to worry about between now and then. And, most importantly, we needed
         Dan to get well.
      

      
       At our next evening visit, Gary, Dan, and I agreed it’d be best for Dan to move in
         with us. Aside from the fact he was worn out and totally drained, both emotionally
         and physically, he really seemed to need some TLC. He wasn’t going to get that from
         his roommate.
      

      
       “You know, just keeping track of all your meds is a full-time job,” Gary said to
         Dan.
      

      
       “Yeah, I’m not up for that,” he agreed.

      
       “And with all the driving around you and Mom will be doing to various doctors, it
         just makes sense for you to stay with us.”
      

      
       Dan and I nodded. The truth was Gary and I were exhausted too, and having Dan with
         us would make our lives easier. He really couldn’t live on his own at this point;
         he was still in rough shape.
      

      
       The following morning, we headed over to Lakeview for our meeting with the social
         worker. Her name was Angela, and she was pleasant, perky, and young. Gary and I met
         her in the waiting area downstairs.
      

      
       “I have all Dan’s information right here,” Angela said, patting her clipboard. A
         bunch of keys dangled from her wrist. “Let’s go to the third-floor conference room
         so we can sit and talk.”
      

      
       We followed her as she led us on the familiar trek up to the third floor. It was
         odd to walk the halls and ride the elevator without the usual crowd, and I found myself
         actually missing them. There was something comforting about moving together in a group.
         It just took away the loneliness, knowing we were all in the same situation. Each
         person on that trek had a loved one who was suffering. I realized how easy it was
         to find solace among others, even though we’d never even exchanged words.
      

      
       We greeted Dan upstairs, and the four of us crowded into a small conference room.
         “One of our main goals today is to make sure continued care is in place for Dan once
         he leaves Lakeview,” Angela said.
      

      
       Gary and I nodded.

      
       “I can set up appointments with Dan’s doctors for you,” she offered.

      
       “Well, we’ll be switching psychiatrists but haven’t found a new one yet,” I said.
         “Do you have any recommendations?”
      

      
       “Not really. None of the doctors here accept outside patients. May I ask why you
         want to switch?”
      

      
       I was surprised at this question, since I’d assumed all of Lakeview knew of the grave
         injustice done to my son. “Well, the short answer is Dr. Russell took Dan off the
         amphetamine he was taking cold turkey and then didn’t admit that could’ve caused any
         of his recent problems.”
      

      
       “Oh dear,” she said. “Sounds like he made a big mistake.” That was the second and
         final time at Lakeview there was any acknowledgment an error in judgment had been
         made. Angela was likely too new and too young to realize you never blame the doctor.
      

      
       “Let’s talk about the meds Dan’s on right now,” she said.

      
         This will take a while. My pent-up anger was at the surface.
      

      
       “It says here Ritalin doesn’t agree with Dan, right?”

      
       Gary, Dan, and I looked at each other in confusion. “Unless he was given it here
         and nobody told us or him, he’s never taken Ritalin,” I said.
      

      
       “Hmm, okay. I guess that’s a mistake too.” She crossed it off her paper.
      

      
       Feeling impatient, I brought up the only issue that mattered to me. “Dan’s being
         released tomorrow, right?”
      

      
       “That’s the plan,” she said. “The doctor will see Dan this afternoon, and unless
         he sees a reason not to, he’ll discharge him tomorrow.” She returned to the medication
         discussion. “All Dan’s meds have been listed here,” she said. “It’ll help you keep
         track of them.”
      

      
       I looked at the sheet of paper she laid before us and saw that the latest sedative
         had been prescribed in addition to the benzodiazepine, not instead, as we’d hoped.
         He was also taking calcium with vitamin D supplements twice a day. I knew that wasn’t
         a big deal, but it still made the list longer. I remembered my brief conversation
         with Chris, the counselor at Carson. He thought the staff at Lakeview would reduce
         Dan’s meds. Instead, he was now poised to go home on more medication than ever. Studying
         the paper, I saw Dan was taking six different medications, four times a day. A benzodiazepine,
         an antidepressant, a stimulant, calcium, an atypical antipsychotic, and a sedative
         were ingested in different combinations at breakfast, lunch, dinner, and bedtime.
      

      
       “I assume the new stimulant is temporary, to help with withdrawal symptoms?” I said,
         to nobody in particular.
      

      
       “I don’t think so,” Dan said. “It helps me stay awake and focus.”

      
         I bet you’d be able to stay awake and focus if you weren’t taking so many pills. Yup, add ornery and sarcastic to angry and impatient. I hated he was prescribed so
         many medications. Of course I knew he had problems, but I just couldn’t believe all
         those meds were needed.
      

      
       “I also want to talk about the results of Dan’s blood work,” Angela said. “Everything
         looks okay, except his triglycerides are very high.”
      

      
       “How high?” Gary asked.

      
       “Well, normal levels are under two hundred. His are in the mid-three hundreds.”

      
       “I remember Dr. Russell said his triglycerides were slightly elevated before, but
         he never rechecked them,” I said. “I know this could be a side effect of the atypical
         antipsychotic.”
      

      
       “Or it could be Dan’s diet,” Angela said.

      
       “He’s a nineteen-year-old vegetarian,” I snapped, “and he’s never had this problem
         before.” I wanted to tell Angela I’d read about the potentially dangerous side effects
         of atypical antipsychotics and had spoken with Mark about it as well. But my orneriness
         had now turned into exhaustion. I felt like Dan looked. I was so drained, I couldn’t
         continue the conversation. There was no point anyway. We needed to get our son out
         of Lakeview and find some good doctors.
      

      
       We hugged Dan good-bye and planned to see him that evening for our (hopefully) last
         visiting hour. Angela took out her array of keys and led Gary and me into the elevator,
         down to the waiting area, and out of the building. I took a deep breath of fresh air.
         It always felt good to get outside after being at Lakeview.
      

      
       On the drive back home Gary said, “How’s the doctor hunt going?” He knew I’d been
         making many calls, trying to find doctors who were accepting new patients and who
         I thought might be a good fit for Dan. It was proving a more difficult task than I’d
         anticipated.
      

      
       “I really liked one, but he’s not taking new patients,” I said. “Another one has
         immediate openings, but I didn’t get a good feeling from him. Of course you never
         really know until you get started with them.”
      

      
       “Yeah,” Gary said. “It’s trial and error all over again, just like with his medication.”

      
       “There’s one more doctor who seems promising,” I said. “I’ll call today and see if
         I can set up an appointment.”
      

      
       That evening we were back at Lakeview for our nightly visit. “You all packed and
         ready to go home tomorrow?” I asked Dan.
      

      
       “Now it’s not definite,” he said. “The doctor wants to see me again tomorrow afternoon
         before making a final decision.”
      

      
       My heart sank. They’re going to keep him forever. “Why?”
      

      
       He shrugged.

      
       I didn’t press for more information, but I suspected the delay had to do with Dan’s
         history of cutting himself. Was he having the urge again? They wouldn’t release him
         if they felt he might hurt himself.
      

      
       “I’ll meet with the doctor tomorrow. I think he’ll let me out,” he said. “I’m so
         ready to leave now, even though the nighttime snacks are really good.” He smiled.
      

      
       Oh, how I loved that smile. “We have good snacks at home too,” I assured him.

      
       We got a call from him the next morning. “I really hope I can leave today. I have
         way too much time on my hands and there’s nothing to do here. I can’t believe we’re
         not allowed to have computers or iPods or cell phones. Geez, you’d think this was
         a mental hospital or something.”
      

      
       I loved when he joked, yet the joking didn’t cover the underlying dejection in his
         voice. “Well, let us know what’s going on as soon as you know,” I said.
      

      
       I went about my day, trying not to dwell on the fact Dan might not be released. It
         was midafternoon when the phone rang.
      

      
       “You can come and get me.”

      
       There was a lilt in his voice. The familiar weight on my chest lifted. “I’ll be there
         within the hour.”
      

      
       Driving to Lakeview, I imagined having to complete lots of paperwork before I could
         take Dan home, but it turned out it was as quick to get discharged as it was to get
         admitted. Dan, with his paper bag in hand, was ready to leave when I arrived.
      

      
       We walked outside and I encouraged him to take some deep breaths. “You’ve been cooped
         up for five days,” I said. “You need to breathe some outside air.”
      

      
       “Maybe that’s why I’m still so tired,” he said.

      
       “I don’t know, honey. You’re also taking so much medication. That could be the reason
         too. We’ll use these next few months to really concentrate on your health.”
      

      
       “Sounds good. Did you find a new psychiatrist yet?”

      
       “Yes, we have an appointment next week,” I said. “His name is Dr. Marino, and everything
         I’ve read and heard about him is positive. We’ll check him out and see what we think,
         okay?”
      

      
       “Okay. What about all my stuff at the dorm?”

      
       “We’ll move you out in the next few days, as soon as you feel up to it, okay?”

      
       “Sure. And what about going back to classes?” Obviously he had a lot on his mind.
         He was anxious and overwhelmed, and was tapping the window in the car.
      

      
       “I spoke with Dr. Moore, and if there’s any way you can go back early next week,
         that’d be great. That still gives you a few more days to rest and recover.”
      

      
       “Too much to think about right now,” he said. “I just want to go home and sleep.”

      
       “He’s so wiped out,” I said to Gary later, while Dan slept. “It’s hard to imagine
         him ever having energy again.”
      

      
       My concern increased over the next few days, when all Dan did was eat, sleep, take
         the pills I handed him, and occasionally listen to music.
      

      
       “I’m glad he’s seeing a new doctor,” Gary said. “I think it’ll be good to get a fresh
         perspective on what’s going on.”
      

      
       “I think it’ll be good to get him off these drugs.”

      
      
   
      Chapter 15

      Side Effects Take Over

      
         
         

         

         
         
         
         
      

      
      On Monday, Dan and I drove to Carson to move him out of his dorm, and I was encouraged
         that he stayed awake the whole time. “I wonder if my roommate noticed I wasn’t here
         for a week,” he said. He was only half joking, since the two of them barely had time
         to get to know one another. The semester had only been underway for a couple of weeks
         when Dan crashed. I dropped him off at his room and found a parking spot. As I got
         out of the car, I noticed a woman riding a bicycle toward me. At first I thought she
         was a student, but as she got closer it was obvious she was older, maybe in her late
         thirties.
      

      
       “Do you live here?” she said.

      
       “No, these are college dorms.”

      
       She seemed confused and began to ramble, saying she wanted to live there and whom
         should she contact to make arrangements? I quickly realized she wasn’t making any
         sense. I studied her face and saw something wasn’t right. She wasn’t making eye contact
         with me, and in fact, she now didn’t even seem to know I was there. She was mumbling
         to herself and becoming increasingly agitated.
      

      
         She’s somebody’s daughter, I thought. Is her mother worried sick about her? Does she   even have a family? Anyone?

      
       While I was trying to figure out how I could help her, she pedaled off. I watched
         her cycle away in a serpentine manner, until she was out of my sight. I thought of
         her the whole time we packed up Dan’s stuff and still sometimes wonder what happened
         to her.
      

      
       The next couple of days were jam-packed. Dan returned to his liberal arts classes
         and seemed to settle in well. I drove him back and forth, but I was happy to spend
         that time with him. We also met his new psychiatrist, Dr. Marino, who invited me into
         his office as well. Score one point for Dr. Marino.
      

      
       “I see you spent time at St. Joseph’s Hospital,” he said to Dan while he looked over
         his health history forms. “What’d you think of it?” He sounded as if he were inquiring
         about a vacation destination.
      

      
       “It was great and very helpful,” Dan said.

      
       “Yeah, they know their stuff.” Dr. Marino was nodding away. “I spent a lot of years
         affiliated with them, but most of my colleagues aren’t there anymore.” Dr. Marino
         appeared to be in his mid-to-late sixties, with kind but tired eyes. He was laid back,
         as if he had seen it all and nothing could surprise him. “Tell me about the events
         leading up to your stay at Lakeview,” he said to Dan. My son gave me that look that
         said, You talk.
      

      
       I tried to keep it brief, focusing mainly on all the various medications Dan had
         been, and was still, taking. When I got to the part about stopping the amphetamine
         abruptly, Dr. Marino interrupted me. “There’s no doubt stopping that way can cause
         someone to crash the way Dan did.” He looked at Dan. “I assume you have ADD?”
      

      
       Dan shrugged, again looking at me. I said, “I never thought Dan had ADD, though there
         was some talk of it with his therapist and his last psychiatrist. How do you diagnose
         it anyway?”
      

      
       “By doing what we’re doing right now,” he said. “Talking and getting a history.”

      
       After asking us a few questions, Dr. Marino determined Dan did not have ADD. “It’s
         not something you just develop, and your history shows no indication of ADD whatsoever.
         Also, the drugs you took never helped with your organizational problems. If you had
         ADD, the meds would’ve helped.”
      

      
      
         
         
         
         Misdiagnosis in OCD

         
         Obsessive-compulsive disorder can look like other conditions and so is misdiagnosed
            disturbingly often as something else.1   For example, a person with somewhat bizarre obsessions and compulsions might be
            misdiagnosed as being psychotic; in fact, the revised OCD criteria in DSM-5 are intended to clarify the distinction between OCD and psychosis, and to allow for
            an OCD diagnosis even when the OCD-related beliefs seem delusional.2   A person’s OCD may also resemble the pervasive worries seen in generalized anxiety
            disorder, or the fear seen in specific phobias. Tragically, some individuals with
            OCD related to being a pedophile have been treated as though they actually are sexually
            attracted to children, when in fact they’re repulsed by their obsessive fears.
         

         
          Misdiagnosis in OCD can work in the other direction as well. Some thoughts might
            be “obsessive” without signaling OCD, such as obsessive interests seen in individuals
            with autism spectrum disorder,3   or obsessive thoughts about a love relationship that are not accompanied by compulsive
            thoughts or behaviors. Similarly, “compulsive” behaviors may not be of the sort that
            defines OCD, such as compulsive gambling or philandering.
         

         
          Proper treatment requires appropriate assessment and diagnosis, so the importance
            of getting the right diagnosis in OCD cannot be overstated. Unfortunately, many OCD
            sufferers and their families don’t know to seek out OCD experts; after all, how can
            sufferers look for “the right diagnosis” if they’ve been misdiagnosed and don’t know
            it? Thankfully there are many individuals and organizations that are working to raise
            awareness about OCD. The Internet has been helpful in this regard, bringing information
            about OCD to countless people who need it. Getting the right diagnosis can be a life-changing,
            and even life-saving, experience.
         

         
         ____________________
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       I said to Dr. Marino, “When I told Dr. Russell I felt strongly Dan didn’t have ADD,
         he said the amphetamine would also enhance the other meds he was taking.”
      

      
       Obviously perturbed yet trying not to show it, Dr. Marino rested his head in his
         hands. “The only reason these medications should be prescribed is to treat ADD or
         ADHD. I see he’s on a different stimulant now. We need to wean him off it.”
      

      
       I, on the other hand, couldn’t hide my delight. “Yes, he’s on so many drugs. Anything
         else you can stop?”
      

      
       “Well, I do have concerns about him taking an atypical antipsychotic for an extended
         period of time,” he said. “Over the next couple of weeks, we’ll wean him off that
         also, with the possibility of having to go back on it, depending on how he’s feeling.”
      

      
       I wanted to leap over his desk and give him a hug. My excitement was quickly tempered
         when I remembered how pleased I’d initially been with Dr. Russell too. One of the
         many lessons I’d learned on this journey was if something doesn’t sit right, question
         it until you’re satisfied. But for now, everything was sitting great. Dan was getting
         off some of his medications, and Dr. Marino wasn’t done.
      

      
       “Now, this benzodiazepine can be addictive,” he said to Dan. “Why don’t you stay
         on one per day for now, but hopefully we’ll be able to get you off those soon.” Dan
         nodded, and Dr. Marino said to me, “Eventually I’d just like to see Dan on his antidepressant.”
      

      
       “That sounds great to me.” I was almost giddy.

      
       I told Dr. Marino about Dan’s high triglycerides, and he recommended he see Dr. Amy
         Turco, an internist. “You won’t find a more thorough doctor anywhere. I suggest seeing
         her as soon as possible.”
      

      
       I told him I’d call her later that day. We planned to see Dr. Marino again in three
         weeks, earlier if there were problems. As we did after meeting each new doctor, Dan
         and I had the “so what’d you think?” conversation. We both liked Dr. Marino, though
         I guessed for different reasons.
      

      
       “I like him because he’s getting you off a lot of the meds you might not need,” I
         said.
      

      
       “Yeah,” Dan said, and then proceeded to fall asleep in the car. He was still so worn
         out. I glanced at my sleeping son and guessed the reason he liked Dr. Marino was because
         he hadn’t pestered him with the same questions every other doctor had.
      

      
       Three days later I sat in the waiting room while Dan met with Dr. Turco. He wanted
         to see her alone. “I’m a big boy now,” he said, “and I can go into the doctor’s office
         without my mommy.” His joking around warmed my heart, and I was fine with not being
         included. It was just a routine checkup, and I assumed Dr. Turco would also address
         the triglyceride issue. While it would’ve been nice to meet her, I was just as happy
         to sit in a comfortable chair and read a magazine for a change.
      

      
       The appointment took longer than I’d anticipated, and when I saw Dan at the checkout
         station, I motioned for him to hurry so he wouldn’t be late for his class. “I need
         a consult with another doctor,” he said, waving a piece of paper.
      

      
       “Oh, okay.” I walked over to him. “Well, we’ll schedule it later. We’re in a rush
         now.”
      

      
       “Mom.” Dan was shaking his head. “You don’t understand. I have to go right now.”
         He looked serious.
      

      
       “What are you talking about?”

      
       “I need to see this doctor right away. He’s a cardiologist.”

      
       He must’ve noticed the color drain from my face because he added, “It’s okay. I’m
         going to be all right.”
      

      
       I turned toward the nurse sitting behind the glass window. “What’s going on?” I said.

      
       “Dr. Stein can see Dan right now,” she said. “His office is only ten minutes from
         here.”
      

      
       “Okay, Dan, let’s go,” I said to him. I didn’t press for more information. Why bother?
         It would come soon enough, I knew. I felt that familiar numbness, that pressure on
         my chest.
      

      
       On the way to Dr. Stein’s office, Dan updated me. “I told Dr. Turco about the palpitations
         I sometimes have, so she did an EKG and said I might have pericarditis and I should
         see a cardiologist. She’s a great doctor; I really like her a lot.”
      

      
       “That’s good, honey,” I said. I’d been so surprised by this new development that
         we hadn’t had the usual “so what do you think” portion of our conversation.
      

      
       “Dr. Turco say anything else about your heart?” I said.

      
       “Just that I should take ibuprofen, and it shouldn’t cause permanent damage. I don’t
         know. She said the cardiologist would figure it all out.”
      

      
       “Okay.” I forced myself to breathe. “Let’s see what this Dr. Stein has to say.”

      
       “Oh, I gained another six pounds since I was weighed at Lakeview,” he said. I think
         he was trying to keep both our minds off this new heart issue.
      

      
       “Gee, that was only a week and a half ago.” I wasn’t able to hide my concern. I was
         beginning to feel as if Dan was a ticking time bomb; in my mind, he couldn’t get off
         all his meds fast enough. Even though I didn’t know how he’d be affected mentally,
         I had a hunch he’d be no worse off. And I certainly knew they were hurting him physically.
      

      
       “Oh yeah, she also gave me a prescription for niacin to help reduce my triglycerides.
         They’re really high.”
      

      
       I nodded. Even though I knew niacin and ibuprofen were necessary additions to his
         regimen, I still wanted fewer pills, not more. I didn’t think any more would fit into
         his pill organizer.
      

      
       We had no problem finding Dr. Stein’s office, which was located on a main street,
         much easier than Lakeview Center. “We’ve been expecting you,” the receptionist said
         as she handed Dan a pile of forms to complete. We sat down in the comfortable chairs,
         and I surveyed the room while Dan filled out the forms. There were five other patients
         waiting, all elderly, and all staring at Dan.
      

      
       “Mom,” Dan said, “I need help listing all my medications.”

      
       Of course he did. I couldn’t remember them myself but kept a list in my purse. I’d
         just finished squeezing the last med onto the form when Dan was called in, ahead of
         all the patients who’d been waiting longer. I didn’t even ask if it was okay if I
         came along; I just followed him into the exam room.
      

      
       “Take off your shirt and put on this gown,” the nurse instructed. “Dr. Stein will
         be right in.” Dan barely had time to change before the doctor entered.
      

      
       “I’m Dr. Stein,” he said, extending his hand toward Dan and then me. He was tall
         and thin and appeared to be in his fifties. What I noticed most about him was how
         rushed and pressured he seemed. A young woman not much older than Dan trailed behind
         him. “This is Dr. Kay, a resident in cardiology. Would you mind if she sat in on your
         exam?” He spoke directly to Dan.
      

      
       “I guess not,” Dan said.

      
       Dr. Stein got right down to business. “Would you mind leaving the room so I can examine
         Dan privately?” he asked me.
      

      
       “Of course not,” I said, though I hated to leave. I waited right outside the closed
         door, annoyed Dr. Stein seemed so rushed. Then I remembered he fit Dan into his busy
         schedule, and I felt a little guilty. Maybe we were the reason he was harried.
      

      
       While I was still pondering this, Dr. Stein came out of the exam room and closed
         the door behind him. “Dan has a lot of scars on his arms. Are they from self-injury?”
      

      
       “Yes,” I said, though I desperately wished I could’ve answered differently.

      
       “Okay, come back in now so I can talk with both of you.” He held the door open for
         me, and I gave Dan a weak smile as I entered.
      

      
       Dr. Stein talked quickly, as if he were on one of those commercials where you have
         to say everything you need to in a minute. “Dan has tachycardia, a fast heart rate.
         He may have had pericarditis recently, but I don’t think he does now. Just to be safe,
         we’ll schedule an echocardiogram, a Holter monitor, and a stress test. Questions?”
      

      
       I felt as if I needed to speak right away or he’d leave the room. “Yes. I assume
         the irregularities on Dan’s EKG and the tachycardia are caused by his medications?”
      

      
       “Let’s take a look at what meds he’s taking,” Dr. Stein said, clearly not pleased
         with the extra time it’d take. He looked at the forms we’d just filled out. At the
         same time, Dr. Kay pulled out a pocket reference guide. “Check on these,” he said
         to her, giving her the list of his meds. Then he logged onto his computer, saying,
         “This might be quicker,” which it was. “Yeah, Dan’s symptoms are likely from the atypical
         antipsychotic, or perhaps the antidepressant. It’s possible there might be some lingering
         effects from the amphetamines as well.”
      

      
       He saw the worry on my face.

      
       “But if he needs the meds, he needs the meds,” he said. “Things will probably return
         to normal whenever he stops taking these medications.”
      

      
       “Probably?”

      
       “There are no guarantees.”

      
       My heart felt heavy; this was so not acceptable. I looked at Dan, who seemed unfazed
         by this information.
      

      
       “Okay then, if there are no other questions, schedule those tests on your way out,”
         he said, and scurried out the door, Dr. Kay in tow, before we even had a chance to
         say good-bye.
      

      
       On the way home, Dan’s biggest concern was that he missed a class and an exam. My
         concern, of course, was his health. Looking at his haggard face and limp body, I could
         almost see his exhaustion. I think all his health problems from the past year or so
         had finally overtaken him. I desperately wanted my son back, in good health.
      

      

      

      Back at the condo, I updated Gary on the day’s events. Picking up Dan’s medication
         organizer, stuffed with colorful pills, I felt queasy. “I can’t bear to give him another
         one of these pills, knowing they’re affecting his heart, triglycerides, weight, and
         goodness knows what else.”
      

      
       Gary nodded. “Why not call Dr. Marino?” He was obviously concerned, and I took his
         advice. Dr. Marino had planned to wean Dan off the atypical antipsychotic in the next
         couple of weeks anyway, so I asked about stopping the drug right away. After hearing
         about our day, he agreed Dan should discontinue that medication immediately.
      

      
       “Just keep a close eye on him,” Dr. Marino said.

      
       We were practically tripping over each other in our small condo, so watching Dan
         closely would be easy. While I was pleased about reducing his meds, I’d certainly
         learned some lessons from everything he’d just gone through. I checked online to make
         sure stopping the atypical antipsychotic abruptly was acceptable protocol, and seeing
         that it was, I happily deposited the medication into the big plastic bag that held
         so many others.
      

      
       As the days passed, it was clear Dan was no worse off without the atypical antipsychotic.
         But he was no better either and now had no desire to do anything. “I have to nag him
         about every little thing, even shaving,” I told Gary. “It’s so frustrating.”
      

      
       “I know,” he said. “When he was at Lakeview Center, he talked about using this time
         to get his life back together. Remember he was going to connect with friends, exercise,
         and maybe even look for a part-time job? He hasn’t done any of those things. He goes
         to classes, sleeps, and occasionally listens to music. That’s it.”
      

      
       I tried to talk with Dan about his lack of motivation, but our conversations didn’t
         get very far. “Do you think it’s related to your OCD?” I asked him.
      

      
       “Well, my OCD’s pretty much nonexistent right now,” he said.

      
       Wow! Now that was a sentence I never expected to hear. While this was wonderful news, it made his
         behavior even more frustrating. It was time to meet with Dr. Vogel.
      

      
      
   
      Chapter 16

      A Turning Point

      
         
         

         

         
         
         
         
      

      
      The three of us filed into Dr. Vogel’s office. I always felt comfortable and safe
         there, and did this time as well. “So what’s going on?” the doctor said, looking at
         me.
      

      
       “Well, I know it’s been a rough few weeks for Dan and he’s still adjusting to being
         off two of his meds, but he has no motivation for anything. All of his get up and
         go has got up and went.”
      

      
       Gary spoke. “Maybe Dan’s physical issues are contributing to how he’s acting? He’s
         a good thirty-five pounds over his normal weight. He still has tremors and tachycardia.
         My guess is these are contributing factors to his lack of energy and motivation.”
      

      
       “I just don’t know how to act toward him at this point,” I said. I felt awkward expressing
         these thoughts with Dan sitting next to me.
      

      
       “What do you mean?” Dr. Vogel said.

      
       “Well, with everything he’s been through the past year or so,” I said, “I’ve gotten
         used to treating him with lots of patience and understanding, without expecting much
         from him. But now I have to admit, I just feel like yelling and screaming at him because
         his lack of motivation is so frustrating. He says his OCD is practically nonexistent,
         yet he seems to have no desire to do anything. Even the few times his friends have
         contacted him, he’s gone out of his way to avoid them.”
      

      
       “You bring up an interesting point,” Dr. Vogel said, “regarding how Dan should be
         treated.” He looked at Dan. “We all know you’ve been through a lot, and obviously
         there are still many issues that need addressing. But what do you think about what
         your mother is saying? Do you feel you need to be handled with kid gloves, or is it
         okay for her to get annoyed with you and push you a little?”
      

      
         How odd to ask a question like that, I thought. Who’d want to get yelled at?

      
       Dan sat quietly for a moment before speaking. “Yeah, I think she really needs to
         push me. That’s what I need now.”
      

      
       While I was surprised at his answer, I was even more taken aback by the fact it had
         never even crossed my mind to ask him that very question myself. Why hadn’t I questioned
         my son about how he wanted to be treated? If he had a broken arm, or the flu, I would’ve
         asked what he needed to feel better. Why hadn’t it occurred to me that the person
         who might just know what’s best for Dan was Dan? In the past, he’d always been honest
         about what he needed. He’d even made sure we didn’t enable him when he was working
         on exposure and response prevention therapy at home. Yet while I wracked my brain
         trying to figure out how I could help my son, I never once asked him.
      

      
       “I’m sorry I never asked you what you needed, honey,” I said. “Prepare to be nagged.”

      
       We smiled at each other. Dan had been doing so poorly, I hadn’t bugged him about
         taking out the trash or helping with other chores. Without realizing it, I’d likely
         contributed to his lethargy. What he wanted, and what he needed, was to be treated
         as normally as possible. Pampering him did none of us any good, and now that I knew
         that, I was prepared to stop.
      

      
       The atmosphere back at the condo gradually improved; everything felt a little lighter.
         Dan helped out a bit more with chores, but everyone, including me, hated my nagging,
         which often didn’t even work. Still, Dan had little oomph for anything. For example,
         he’d missed the deadline to apply for on-campus housing for the next school year.
         “Yeah, whatever, I’ll just live with you guys instead,” he’d said. “I don’t really
         care.”
      

      
       Gary and I had recently decided to remain in Bridgeville for a few more years. Ava’s
         school was working out well, and while we were wholeheartedly hoping Dan wouldn’t
         need us, we wanted to be there in case he did.
      

      
       The next few weeks brought a whirlwind of activity, mostly revolving around doctors
         and medical tests. Dan had an echocardiogram, a stress test, and a twenty-four-hour
         Holter monitor. There were some results that warranted more tests, at which point
         it was determined Dan’s heart was okay. He didn’t have pericarditis, or if he had,
         it had cleared up. This was all good news, except that the tachycardia remained.
      

      
       His blood work revealed his triglycerides had plummeted from 341 to 178 in just two
         weeks. These results were attributed to his stopping the atypical antipsychotic and
         starting the niacin, which he was now able to discontinue. Dr. Turco’s nurse also
         noted Dan was losing weight. “Keep up whatever diet and exercise program you’ve adopted,”
         she said. “It’s working.”
      

      
       Dan and I chuckled, since he was neither dieting nor exercising. He’d merely stopped
         taking the drugs that had caused the weight gain to begin with. In the weeks and months
         to come, his weight would return to normal with no effort on his part.
      

      
       With Dan now completely off stimulants and the atypical antipsychotic, Dr. Marino
         continued down the list. “Let’s stop this sedative and only take one benzodiazepine
         as needed,” he directed. This was relatively easy to do, and so these medications
         joined the pile in the big plastic bag stored in the closet. It was around this time
         I noticed his hand tremors, while not gone, were markedly decreased. Gary had noticed
         also.
      

      
       Slowly but surely, other positive signs emerged as Dan became more interested and
         engaged in the outside world. But he was still actively avoiding his friends and had
         turned down multiple invitations from them. I happened to be near him while he was
         on his laptop one afternoon. I heard the familiar bada boomp of an instant message and asked him who it was.
      

      
       “Oh, I’m just ignoring it. It’s a friend inviting me to go for ice cream with a bunch
         of people.”
      

      
       “Dan,” I said, losing my patience, “go! Get out of the house. I bet you’d have a great time.”
      

      
       “Are you trying to get rid of me?” he said. He was actually grinning.

      
       “Absolutely.” And I wasn’t joking.

      
       “I don’t know.” He was obviously hesitant. “Maybe I’ll go.” Several more bada boomps later he headed out the door. I realized at that moment I’d just witnessed a turning
         point in his recovery, and a sense of peacefulness wafted over me. This was really
         happening.
      

      
       He returned home several hours later. “It was great hanging out with my friends,”
         he said. “How come you never suggested that before?”
      

      
       I pretended to hit him over the head, while inwardly a feeling of joy was brewing.
         This was the beginning. More glimpses of the real Dan were revealed almost daily,
         and as the weeks went by, his sluggishness began to dissipate also.
      

      
       “Have you noticed Dan’s been going for long walks every day?” I asked Gary.

      
       “Yup,” he said. “And he’s even come to the gym with me a few times. He says he feels
         so much healthier when he exercises and asked why we didn’t suggest it sooner.” Again,
         this was a joke, since we’d been nagging him to do all these things for months.
      

      
       There was a new air of happiness in the condo. It wasn’t until the heaviness lifted
         that I began to realize what a toll the past year had taken on our family. For the
         first time in a long time, I let myself truly feel my emotions, and I hugged Gary
         and cried. “When Dan was in such bad shape last year I really thought we’d lost him,”
         I said. “And now, listen.”
      

      
       We stood silently for a moment, and heard Dan downstairs, laughing heartily at something.
         It didn’t matter what. “Every time I hear that laugh,” I said, “a wave of gratitude
         engulfs me.”
      

      

      

      The only medication left in Dan’s pill organizer was the antidepressant, and he was
         doing great on it, just as Dr. Marino had hoped. Unfortunately his tachycardia remained,
         and the doctor was concerned. “This medication must be the cause of Dan’s tachycardia,”
         he said. “I’d like to wean him off it completely and see his heart rate return to
         normal. This will take a while. Then we’ll try to find another medication without
         these side effects to keep his OCD under control.”
      

      
      
         
         
         
         Are Long-Term Medications Always Necessary in OCD Treatment?

         
         Many OCD sufferers take medications, usually SSRIs, as part of their recovery. How
            long does a person need to stay on medication once their OCD is in remission? The
            question is an important one—nobody wants to stay on medication longer than necessary,
            or risk a return of OCD by discontinuing medication too soon.
         

         
          Several studies have shown high rates of relapse when medication is stopped, leading
            some experts to advise lifelong drug treatment for OCD as the “safest option.” Current
            treatment guidelines by the American Psychiatric Association suggest continuing medication
            treatment for one to two years after the person has recovered.1   If a person wants to stop medication after that period of time they suggest a slow
            taper of the medication, with careful observation for any return of symptoms.
         

         
          Existing evidence suggests that exposure and response prevention (ERP) protects a
            person from relapse. For example, a large multisite trial compared the relapse rates
            after treatment with medication alone to treatment with ERP (with or without medication).
            Twelve weeks after treatment ended, 45 percent of those who got only medication had
            relapsed, versus 12 percent of those who had received ERP.2   Thus ERP seems to have a protective effect when medication is withdrawn.
         

         
          Additional studies are underway to further develop guidelines for long-term management
            of OCD. One such study is being conducted at Columbia University and the University
            of Pennsylvania. Researchers are comparing outcomes for patients on OCD medication
            who also receive ERP and have a good treatment response. After completing ERP, half
            of the participants will be tapered off their medication and the other half will continue
            to take medication; all patients will receive monthly sessions of ERP. The goal is
            to determine if medication can be discontinued for those who “achieve wellness” with
            ERP.3  
         

         
          This study and others are addressing crucial questions about how to safely stop medication
            for OCD once a person has recovered. The hope is that more individuals will be able
            to avoid the troublesome side effects that accompany medication, while continuing
            to enjoy a good quality of life.
         

         
         ____________________
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       While I was usually thrilled with any reduction in Dan’s medication, I was hesitant
         about this one. He was doing so well; I hated to change anything. And the thought
         of having to start the whole process of trial and error with meds again was discouraging,
         to say the least. But I understood a fast heart rate over a prolonged time wasn’t
         good either. He needed to come off the medication.
      

      
       The antidepressant he was taking is notorious for being difficult to stop, and Dan
         was instructed to wean off it slowly. As the days turned into weeks, we saw even more
         positive changes in him.
      

      
       “I’m really surprised,” I said to Gary, “but believe me, I’m not complaining.”

      
       “It’s pretty amazing,” Gary said. “Did you know yesterday Dan went on to the Carson
         website to apply for some part-time jobs?”
      

      
       I nodded. “As each drug has been withdrawn, it’s almost as if another layer of crud
         has been chiseled off him. And now finally, the real Dan isn’t covered up anymore.”
      

      
       “I know,” Gary said. “It’s almost too good to be true. He’s happier and more relaxed
         than I’ve seen him in ages.”
      

      
       By the time Dan was almost completely weaned off that last medication, he was livelier,
         sharper, and more social than ever. He’d sing his way out the door on his way to school,
         often announcing he’d be home late because he was meeting friends. And then one day,
         out of the blue, he announced, “I feel great. I’m making a comeback.” He proceeded
         to flash that amazing smile that once again lit up the room.
      

      
       His comeback included a last-ditch effort to get on-campus housing. “There’s a meeting
         tonight for kids still looking for rooms, so I’ll be home late,” he announced.
      

      
       When he left, Gary chuckled. “I bet he woke up this morning in a panic, thinking,
         ‘Oh my God, I’m living with my parents next year.’”
      

      
       I laughed. “And now he finally has the desire and energy to get out of here.”

      
       I realized, in some convoluted way, Dan’s stay at Lakeview Center had been a blessing
         in disguise: the impetus to change our course of action. He was almost medication
         free now and feeling better than ever. While we’d never really know if any of the
         drugs he took throughout his ordeal ever helped him, we did know, in the end at least,
         they hurt him. I was so thankful all those bottles of pills were now where they belonged:
         in that plastic bag on the floor of my closet.
      

      
      
   
      Chapter 17

      Hope

      
         
         

         

         
         
         
         
      

      
      “Mom, my head’s killing me,” Dan said. He sounded scared. I’d just come home from
         grocery shopping to find him lying on the couch holding his head. “It feels like zaps
         of electricity, and I’m really dizzy too.”
      

      
       It only took a few seconds for me to realize what was happening. “You’re having withdrawal
         symptoms from the antidepressant. It makes sense. You’ve been totally off it for a
         few days.”
      

      
       I immediately called Dr. Marino, who said Dan should go back on a low dose of the
         medication. An hour later he was fine. In order to avoid these brain zaps, as they’re
         called, I set up a pharmacy on our kitchen table. Every few days, I’d open several
         capsules, push the tiny beads to one side with a toothpick, count them, and then refill
         the capsules by two fewer beads. Several days later I’d do the same thing again, only
         leaving out four beads, then six, and then eight. I always counted the beads, since
         often there’d be differing amounts in each capsule, and we needed to be precise. This
         routine went on for weeks, until there were only a few beads left in the capsules
         and finally Dan was weaned off the medication. The process was tedious and time consuming,
         and I often found myself mulling over Dan’s experiences with medication as I maneuvered
         the tiny beads. The same questions repeatedly haunted me. When did all these pills
         stop helping and start hurting him? Indeed, did any of them actually ever benefit
         him? In my opinion, he had been overmedicated as well as improperly medicated. No
         wonder he improved as much as he did once he was off all the medications.
      

      
       While many people with obsessive-compulsive disorder seem to be helped by medication,
         things were not so clear cut for Dan. Instead we were left with some tough questions
         with no definitive answers. My son’s journey through severe OCD was not a well-conducted
         experiment with easy-to-analyze results. We had no medication-free “control Dan” alongside
         our drugged one.
      

      
       Looking back, it was hard to believe we’d allowed Dan to be so heavily medicated.
         But I understood how it happened. We were desperate, searching for that promised yet
         elusive “right combination” of meds to fix our son. And we trusted the doctors. Yet
         things were not always as they appeared. When Dan was taking so many pills and still
         doing poorly, I thought, If he’s in such bad shape now, I hate to think what he’d be like without his medication.
            It had never occurred to me that maybe he was in such bad shape because of the meds.
      

      
       And what about all those side effects? Dan’s doctors were aware of them, yet their
         concern seemed minimal at best. When I asked Dr. Russell if Dan’s depression could
         stem from his medication, he cocked his head and gave me a patronizing look that said,
         Poor woman, stop being in denial over your son’s illness.

      
       “As you know, it’s always trial and error when switching medications,” Dr. Marino
         said when we settled in for Dan’s next appointment. He was off everything, and his
         tachycardia was going in the right direction; it was time to try something new.
      

      
       I couldn’t keep my mouth shut. “Dan’s doing great now. Why bother with meds when
         he’s doing so well without anything? How would we even know what’s working if he has
         no symptoms? Dan himself has said his OCD is now practically nonexistent.”
      

      
       Dr. Marino looked thoughtful as he repeatedly tapped his pen on his desk. “Hmm, I guess there’s no harm in watchful waiting for now. Once all the meds are totally
         out of his system we can reevaluate. I mean, he’ll have to be on something.” He peered over his glasses and looked at Dan. “How do you feel now that you’re
         off all meds?”
      

      
       “I really don’t notice much difference.”

      
       I was shocked by his answer. “Really, Dan?” I said. “Because there’s a huge difference
         in how you’re acting.”
      

      
       “How so?” Dr. Marino asked.

      
       “To begin with, he sings around the house all the time now,” I said, realizing I
         was probably embarrassing Dan. “He’s more motivated, and he’s active, alert, and happy.”
      

      
       I could’ve continued, but Dr. Marino interrupted me. “I get the picture,” he said.
         The ordinarily serious doctor was smiling.
      

      
       I was puzzled Dan couldn’t see what was so obvious to his family and friends. Could
         he have been in such a fog on all those meds it was hard for him to remember how he
         felt? Perhaps that was a good thing. In any case, we left Dr. Marino’s office without
         a prescription, and I couldn’t have been happier.
      

      

      

      “So how many kids you bringing for Thanksgiving?” Dan was over for a rare visit, since
         he was always so busy with school and friends. It was the fall of his senior year
         at Carson, two and a half years after we’d walked out of Dr. Marino’s office. As it
         turned out, the “watchful waiting” went on for quite some time, and we never needed
         to go back to Dr. Marino. He himself got tired of waiting and retired. Dan was winding
         down his twice-monthly exposure and response prevention ( ERP) therapy sessions with
         Dr. Vogel. Though he had been quickly reinstated into the animation program, we knew
         Dan would have to spend five, not four, years at Carson because of the sequential
         nature of his major. He was now in the home stretch of a long and successful college
         career.
      

      
      
         
         
         
         Recovering from OCD: When Normal Feels Weirdly Normal

         
         Many individuals with OCD live with their symptoms for so long that the obsessions
            and compulsions begin to feel normal. For example, washing one’s hands for three minutes,
            checking the stove five times, or counting to a certain number all feel expected and
            familiar.
         

         
          In the process of exposure and response prevention (ERP), OCD sufferers are required
            to do things that feel abnormal, even wrong. They may be asked to wash their hands
            “the wrong way,” to not check the stove as they’ve grown accustomed to, or to count
            to the “wrong” number. This feeling of “wrongness” tends to cause a lot of distress;
            with continued ERP practice, the distress diminishes.
         

         
          Some individuals with OCD experience a paradoxical form of anxiety once their obsessions
            and rituals are under control. If it gets easy to skip hand washing, stove checking,
            counting, or any other ritual, it’s not uncommon for these individuals to suddenly
            feel as if something is missing. They might have gotten so used to practicing doing
            things “the wrong way” in exposure therapy that it feels strange for normal behavior
            not to feel strange. After walking away from the stove without rituals and without anxiety,
            individuals might have a thought such as, “Wait—it can’t be that easy.”
         

         
          OCD sufferers might even worry about no longer being plagued by obsessions—that is,
            they might develop obsessions about not having the old obsessions. For example, a
            woman might worry that she will become cavalier in her actions since obsessive worries
            are no longer compelling her to be extremely cautious.
         

         
          These fears are not unusual and in fact are quite understandable—how strange it must
            feel for normal behavior to finally feel normal! If the positive changes cause anxiety
            or obsessions, the best approach is to keep doing the same thing: let it feel weird
            to do normal behavior, and do it anyway. As with any obsessive thought, the instruction
            is to face it head-on without rituals or avoidance. Over time the fear should go down,
            and the person can continue to enjoy the extra time and freedom that come from conquering
            OCD.
         

      

      
       “I’m guessing ten or so. Is that too many?” Dan said, regarding my inquiry about
         friends coming for Thanksgiving. We’d become the go-to home for major holidays, since
         most of Dan’s friends lived out of state. I liked them all and loved spending time
         with them. There was always plenty of laughter and lots of energy, and of course seeing
         my son in the middle of it all always flooded me with gratitude.
      

      
       “No, that’s fine, honey. We’ll just squish in, no problem.”

      
       It turned out this Thanksgiving was more subdued than usual, since these senior animation
         students, my son included, were exhausted and stressed. There was lots of talk, and
         worry, over their thesis films, which were due in a month. “Every year they fail a
         few students without warning, and so we’re all nervous wrecks,” Dan said. His friends
         nodded. “And if you fail, you need to repeat senior year, or just not graduate.”
      

      
       “Without warning?” I said. “That doesn’t make any sense. How, and why, would they
         do that? Don’t you get feedback? Wouldn’t you have an idea how you’re doing?”
      

      
       “You’d think so but no,” Dan said. “They do it to scare us, to keep us on our toes,
         so we work hard to make the best movie possible.” All I knew about Dan’s film was
         that it was unconventional, which didn’t surprise me.
      

      
       “I think we’re all in pretty good shape, though,” his friend Amy said. Everyone nodded
         again and dug into their pumpkin pie. While I knew he and his friends were on top
         of things, I assumed they’d gotten it wrong. There had to be some sort of warning or notice given if you were in danger of not graduating.
      

      

      

      The e-mail from Dan arrived right before winter break. He apologized for letting us
         down once again. He had indeed failed, apparently for neglecting to include certain
         elements in his movie. He was shocked, angry, hurt, and depressed. I was all those
         things too. Gary and I replied, telling him he, in fact, had never let us down, and we were going to fight this to the bitter end. We met that afternoon
         to discuss our plan. My biggest worry was that this stressful turn of events might
         cause Dan to relapse.
      

      
       “I’m so sorry,” Dan kept saying. “I’ve been so much trouble.” While apologizing was
         a compulsion for Dan when his OCD was bad, that didn’t seem to be the case here. He
         was genuinely sorry, and that broke my heart.
      

      
       “Dan, you have nothing to feel sorry about. You’ve done nothing wrong. If anything,
         we should be apologizing to you, for all the mistreatment you’ve endured over these
         past few years. We’re your parents, and we’re supposed to take good care of you. You’re
         not trouble. You’re the best son in the world, and we’d do anything for you.”
      

      
       “Thanks, Mom.” He hugged me, a little longer than usual.

      
       I couldn’t believe Carson College, the school that had kept Dan going when his OCD
         was severe, the place that had become like a second home to him, had betrayed him.
         “I think we’re fighting a losing battle here, Mom,” Dan said. “Nobody crosses the
         department head, Joe Sawyer, and he never changes his mind.”
      

      
       “We’ll see about that.” I was on a mission. My son had been wronged, and I wasn’t
         about to let five years of hard work, and college tuition, go to waste. I sent Mr.
         Sawyer an e-mail detailing some of Dan’s struggles, and we arranged a meeting with
         me, Dan, Gary, Amanda (Dan’s animation teacher, who totally supported him), and Joe
         Sawyer.
      

      
       Joe was a tall, dark, and handsome man, but the minute he opened his mouth, he became
         one of the most unappealing people I’d ever met. “Lots of kids have disabilities,
         and Dan won’t get any special considerations. That’s it in a nutshell,” he said, leaning
         back in his swivel chair with his hands behind his head. You couldn’t talk to this
         man, and even my mild-mannered son was close to exploding. It turned out Dan knew
         of another student who had been forewarned about failing, and Mr. Sawyer said that was because he was a slacker,
         not because of the quality of his work. Huh? So because Dan was a conscientious student,
         he got no warning? We also discovered not giving students proper feedback was against the school’s grading policy, but somehow this didn’t seem to matter.
      

      
       Knowing we’d get nowhere with Mr. Sawyer, I set up meetings with anyone at the school
         who would listen to us. We met with Dr. Moore, and with Dan’s new academic advisor
         as well. We connected with Marilyn Lambert, the head of Academic Support Services
         who’d been helpful to Dan in the past. Dan met with her at the beginning of every
         semester to assess his needs, which were minimal. He’d had some issues with balancing
         details within the big picture, which is common for those with OCD, and his teachers
         were expected to give him regular feedback. We even met with the president of the
         college, who informed us we were fighting an “uphill battle.”
      

      
       “Don’t you have the final say?” I asked.

      
       “No, that would be the dean of Academic Affairs, Dr. Tiffany Wales, and right now
         she’s out with the flu.”
      

      
       Each morning for the next three days Dan and I arrived at Carson early, hoping to
         meet with Tiffany. She finally returned to work and agreed to see us right away. I
         was surprised to meet an attractive woman in her sixties, with kind eyes. With a name
         like Tiffany, I’d imagined her much younger. As soon as our eyes met, I had hope.
         She’d been through something. I could tell. I wasn’t sure what, but there was a gentleness
         about her and compassion within her.
      

      
       “Why don’t you tell me what’s been going on, Dan?” she asked. As difficult as it
         was, I sat there quietly. I couldn’t have been more proud of my son. Composed and
         confident, he explained he knew his movie was unusual, but he’d had a vision of what
         he wanted to do. He’d had the support of his teacher and felt he was on track with
         it. Only because he was so comfortable at Carson did he feel he could take a risk,
         and isn’t that what creativity is all about? All he wanted was a chance to fix what
         they felt was wrong. Just a chance. That’s all he asked for. Not once did he bring
         up the fact he had OCD.
      

      
       “I have to tell you, Dan, it’s been a pleasure to meet you. In my job, I rarely have
         direct contact with students, and if they’re all like you, I’d say we’re a lucky school.”
      

      
         Hope, there’s hope.

      
       “Anything you’d like to add?” Dr. Wales turned to me.

      
       She’d already given us so much of her time, so I kept it short. I told her about
         Dan’s OCD, his stay at St. Joseph’s, his problems with medication, and his stay at
         Lakeview. “Being at Carson is a dream come true for Dan, and he’s worked so hard toward
         recovery, always with the goal of returning to school.” For the first time since he
         failed, I felt someone was truly listening to us, not just going through the motions.
      

      
       “Wow, Dan, you’ve been through so much.” At first I thought I’d imagined it, but
         I hadn’t. There were tears in her eyes.
      

      
       “The other thing I’d like to mention,” I said, “is this isn’t a case of a student
         who’s just been squeaking by all these years and is now hoping to graduate. Dan has
         maintained his academic scholarship the entire time he’s been at Carson and has also
         consistently had his work chosen for ‘The Best of Carson’ juried shows. And now, after
         five years, he can’t graduate? That’s not right.” Now I was the one tearing up.
      

      
       Dr. Wales was taking notes. “There’s a judicial process that needs to be followed,
         and I’ll call you Friday with a decision.” The three of us walked outside together,
         and she continued to chat with Dan about school.
      

      
       “Thank you for taking the time to really listen to me,” he said. “That means a lot.”
         So he’d felt it too. She really cared.
      

      
       Friday was only two days away, though it felt as if we waited forever. Dr. Wales
         called in the evening to inform Dan a decision wouldn’t be final until Monday morning.
         They were still conferring with Mr. Sawyer. On Monday morning, Dan got the call. He
         had two weeks to make the necessary changes to his film, and then it would be reevaluated.
      

      
       He worked day and night during his winter break, resubmitted the movie, and passed.

      
      
   
      Chapter 18

      Triumph over OCD

      
         
         

         

         
         
         
         
      

      
      “Everybody ready?” Gary asked. He, Ava, my mother, and I piled into our car and headed
         to the Class of 2012 Senior Animation Show, where all the graduates’ movies would
         be showcased. I’d been to this event once before, for the Class of 2008. During my
         long stay in the old motel four years earlier, Dan had insisted on going, even though
         it was distressing for him to be in crowds, or even interact with his friends. He’d
         stuck close to me that whole night, visibly anxious and apprehensive. At the time,
         I had trouble focusing on the movies because I was too worried about how Dan was going
         to eat the next day. And it was painful for me to watch, knowing there was little
         chance I’d ever see my son’s work on that screen. At that point his dream of becoming
         an animator was way beyond reach.
      

      
       And here we were, about to enter that same auditorium. Dan wasn’t clinging to me
         this time; he was on the other side of the big hall, sitting with his girlfriend and
         laughing with his friends. Sure, he was nervous too, as were they all, anticipating
         the debut of their films in front of almost one thousand people.
      

      
       While the atmosphere was one of fun and excitement, for me it was an experience of
         profound gratitude and emotion—almost surreal. He made it. We’re here.  He’d been on a journey few could imagine and, through sheer determination (and
         exposure and response prevention therapy), had arrived right where he wanted to be.
         While everyone else was caught up in the celebration, I sat in my chair and cried,
         tears of relief and thankfulness.
      

      

      

      The night before Dan’s graduation, there was an outdoor reception in the school’s
         quad. Our entire family was together, including Dan’s grandmothers. In addition to
         Lainey and her boyfriend, a cousin and uncle had also made the long trip to celebrate
         with us. I missed my dad terribly that night. He’d passed away a couple of years earlier
         and had always hoped to “make it” to Dan’s graduation. I don’t know if he did it purposely
         or not, but Dan wore one of my dad’s shirts that evening. As we led our family to
         the big white tent in the middle of the courtyard, we passed the table Dan and I used
         to sit at for hours while I’d coax him to eat a spoonful of yogurt. The table was
         empty, and we continued on to the festivities: a jazz band, lots of food, and small
         gifts for his class. Dan was already there and was now surrounded by friends and family.
         He was holding a plate of food, piled high, and he looked so happy.
      

      
       “Thanks for everything, Mom,” he said, and then hugged me tightly. I struggled to
         contain my emotions.
      

      
       Graduation was the following night, and once again we all squeezed into the car.
         On the way to the ceremony, we drove by the old motel that I’d stayed in four long
         years ago. I gasped. It was in the process of being razed, and they’d started with
         those steps Dan could barely climb. They no longer existed.
      

      
       My son had come so far. Dr. Vogel, whom Dan had stopped seeing six months earlier,
         classified his OCD as mild and described his recovery as remarkable. While Dan still
         had OCD, OCD didn’t have him. There was a big difference. We now had our son back.
      

      
      
         
         Is OCD Curable?

         
         Conventional wisdom suggests that OCD is a lifelong illness with symptoms that wax
            and wane. Even with exposure and response prevention (ERP), the best psychotherapy
            for OCD, the average patient at the end of treatment still has some OCD symptoms.
            For example, a large research study found that after ERP the average OCD score fell
            in the “mild” range.1

         
          However, averages hide individual differences in treatment outcomes. A closer look
            at existing studies on ERP shows that about one out of four OCD sufferers will be
            virtually symptom-free at the end of treatment. That is, for about a quarter of those
            who do ERP, the OCD will be gone when the treatment is over. The obvious question,
            of course, is whether this improvement lasts, and existing studies show very promising
            findings. For example, one study found that 39 percent of those who underwent ERP
            were still symptom-free about nine months after the end of treatment.2  
         

         
          While nine months is promising in terms of treatment durability, it doesn’t tell
            us what happens over the long haul—five years, or fifty years, later. In a review
            of long-term follow-ups (average length of 5.7 years) for children and adolescents
            with OCD, a full 40 percent no longer met criteria for OCD.3   Caution is needed in interpreting these findings, as it wasn’t possible for the
            researchers to determine how much of the remission was due to ongoing treatment.
         

         
          In short, it’s still unknown how often OCD can be “cured.” A related and perhaps
            even more important question is, Can a person with OCD live a meaningful and rewarding life? The answer is unequivocally “yes”—even for individuals who continue to battle symptoms
            of OCD. Countless OCD sufferers are a testament to this possibility.
         

         
         
            ____________________
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       What did the future hold? The only answer to that question, for any of us, is I don’t know. I did know we all need to accept the uncertainty of life, just as Dan learned to
         do through his therapy for OCD.
      

      
       As I heard my son’s name called and watched him cross the stage in his cap and gown,
         I marveled at his capacity to face his struggles head on and at his choice to embrace
         life to the fullest. Looking at him closely, I couldn’t help thinking that this young
         man would go on to accomplish amazing things.
      

      
       And then I remembered. He already had.
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