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What was your daily routine prior to COVID-19? 

Weekly, I usually had around 60 hours with my staff, so—although I live with my stepmother, Gwen—I had a good deal of supported independence. Most days I got out of the house, spending time at parks or museums, attending films or live performances, observing the primates at the zoo, or going to the library. Staff assisted me with my mosaic projects (I design them and indicate the placement of each piece) and accompanied Gwen and me to meetings of the Mosaic Society of Philadelphia. Every few months I had lunch with a fellow autist, who is a good friend of mine, when our families met at his parents’ apartment. I volunteered once a month at Spring Brook Farm, caring for therapy animals (that work with children on the autism spectrum) by walking and grooming one of the miniature horses, mucking out stalls, filling drinking water, cleaning equipment, and feeding snacks to sheep and mischievous goats with the assistance of my staff and a Barn volunteer who has become a fond friend. I also worked on meal preparation skills, researched animals (bird calls and visual identification, primate behavior, etc.), watched Ted Talks, e-mailed friends, and usually had several times a year when Gwen took research trips (she’s a theatre historian) while I enjoyed a few days or even weeks of an independent life supported by staff. 
Every summer, Gwen and I went to the Midwest to visit friends and family for a week or more. When I write, Gwen has been my main communication support (and nudge), but staff often have helped me as I free-write and outline the early stages of a piece. Every couple of years I’ve published an advocacy article. Gwen, and sometimes staff, took me every week to vision therapy, where I am learning to use direct gaze, instead of peripheral glancing. Even though she still gave me many hours of care and support, in recent years I saw Gwen more as someone who prompted me to organize my life so I didn’t lose sight of who I want to be and what I want to do, rather than as the person who was mostly assisting me (as she had been for many years earlier).
From September 2019 through January 2020, I had gone through a period of excessive anxiety, prompted when I was anticipating bunion surgery that I decided not to have, so I was not as active in the community as I had normally been. I’d stabilized for several weeks before the COVID restrictions began, but my initial reaction to isolation was to fall back into stress behaviors.
How has COVID-19 impacted your life now? Your family? Your community? 

Members from my and Gwen’s families live in the Midwest and California, and they let us know at the beginning of the pandemic that it would be difficult (if not impossible) for them to help if we became sick or were hospitalized, so as Pennsylvania closed down, within days in mid-March we talked with my staff and decided Gwen and I would be strict about isolating. I require hands-on contact for communication and movement support, and I can wear a plastic shield attached to a hat, but I have not been able to tolerate a mask. My community integration services have allowed my two staff members at Values Into Action to provide remote care (picking up groceries and masked/distanced walks outside in the neighborhood until recently, and video chats), although these and other restrictions have reduced my hours for this service from 16-21 hours/week to about 4-8, and now 2-3 hours. My personal assistance and respite services, which were the bulk of my staff time, were suspended because they could not be performed remotely, so two of my four staff members have been on unemployment. 

I have kept in touch with staff, family, and friends with e-mail, video chats, and even simultaneous t.v.-watching of The Good Doctor, but I’ve had to cancel face-to-face visits and travel. People in my extended family have died, as well as friends, and our friends’ friends and family members. My niece, nephew, and baby cousin are growing so fast, and I miss being a part of their early lives. I long to hug people.
I have been living away from places and people I used to see regularly, and my concern about contracting the virus has made contact in the community undesirable unless it’s virtual. Still, I hold onto my favorite place: Chanticleer Garden. Ordinarily I visited often; I continue to do so in memory and as part of a repeated meditation I am doing to reduce stress by imagining specific spots and how they soothe me. I call this “Chanticlarity”: sitting in the Adirondack chairs at the top of the hill to decompress and focus on nature, checking on the koi pond, and finding each special place along the stepped waterfalls of the brook where the tone of the sound is perfect and clear. It is home to my soul.
I have been fearful about contact in the community, and am still afraid of take-out/delivery even though Gwen has shown me many articles about its safety. I haven’t been going outside as much as I did before the pandemic. While staff was allowed to take distanced/masked walks with me through the neighborhood, I did this once or twice a week for many months. Gwen offers to walk with me now, but most of the time I don’t feel up to leaving the house, so she’s been trying to set up exercise alternatives indoors—stretching, riding my exercise bicycle, and fixing my treadmill so I can walk on it. I know I’m sitting too much and definitely watching too much t.v., but the routine and familiarity of seeing actors or characters in movies or shows is comfortable; in a way it’s like visiting friends, but not a sufficient substitute for in-person conversations and outings. It’s lonelier, but a way to keep from getting depressed.
My dependency on Gwen has been greater, but she has asked me to take control of what we do during the day, as well as our household purchases and meals, which helps me to feel in charge of the things in our life that are controllable.
I look to the outside world in my yard (such as a “parallel gardening” project I shared with a staff member who also grew plants in his yard, or directing Gwen in yard work), in my neighborhood (waving to people on walks and noticing the changes in their yards), on the internet (exploring new sites and sharing them with friends), and by tuning in regularly to “PBS NewsHour.” 

What challenges have you faced/will you face due to COVID-19? 

Not only has COVID brought its own new set of anxieties, but also it has brought old anxieties to the surface. 
There are times when I want to go insane and destroy everything because the COVID situation becomes unbearable, or else I space out to cope, including losing awareness of my body and bodily functions. I know people who have died, and I grieve for the hundreds of thousands of others (in this country and millions elsewhere) whom I don’t know. I am angry that more hasn’t been done to help slow the spread of the virus and that people resist masking and distancing; how can anyone be so selfish and oblivious to the needs of others? I confess I have taken my rage out on my stepmother, trying to push her to the breaking point (so that she will not be so reasonable, thus mirroring and justifying my behavior), until she settles me down and we talk about how my own anger and frustration, when I act it out, becomes as selfish and irresponsible as that of the people I’m angry at. Still, the combination of unknowns, anger, sadness, and passiveness is hard to bear.
On a larger social level I am choosing groups to receive donations from my stepmother and me. We keep up with the news (but take breaks when it becomes overwhelming), and we direct our thoughts toward a positively intentioned but achingly intangible sense of caring for humanity.
Facing personal fears, I am not so afraid of being sick, but I am terrified of going to a hospital, especially since I might not be allowed to have Gwen with me to assist with communication, keep me calm, and explain my behavior to hospital workers. In the background I also fear, because I am disabled, that there could be a situation in which my life may not be valued as much as other people’s if hospital workers can only save a limited number of patients and are forced to prioritize patients’ lives.
I have been more aware of how afraid I am of Gwen dying. All the pieces are not yet in place to ensure that I have a life of supported independence in which I will be guaranteed communication and intellectual stimulation.
Boredom has not been as much of an issue as I expected. In a way I am muffling myself into a state of suspended expectations; I am not active in the community, my days have less variety, and I am with the same person 24/7, but after the first few months of this being frustrating I am finding it is less stressful to coast, rather than pedal against repetition and sameness.
I haven’t been giving Gwen much time away from my side to do things on her own. My stability has been dependent on her external support; I tend to need another person’s presence to keep anxiety at bay. I know this isn’t fair of me, and she’s been working through the night when she needs to get things done that require focus. For her less-focused work around the house or the yard, when I am not with her, we have talked about ensuring her safety (carrying a cell phone so she could call someone for help, etc.) and mine (ways to get her attention) if something happens to either one of us, plus we make a schedule based on my anxiety level for her to check in on me at regular intervals. Other than watching t.v. and fidgeting with sensory objects, I really don’t do things on my own. Also, having someone within sight or touch range keeps my awareness within my body, instead of losing shape in sensory or cognitive distortions.
I am afraid of facing strangers (even to get vaccinated, although this turned out to be an enjoyable encounter with the nurse who came to our house to do this). I worry about other people using safe practices in their lives. I am getting used to trunk pick-ups, but am nervous nonetheless; it takes a lot out of me (and, therefore, Gwen) to do this.
I don’t know whether all of my current and future staff will want to get vaccinated (and update shots if they’re needed), but I would prefer that all of us be vaccinated before we begin working together again in a hands-on capacity; I wouldn’t want to lose anyone or damage their health because we weren’t careful. However, I worry about my staff earning less money, so I want them to return as soon as it’s safe. I miss them and other people I love; I want to hug them all and tune into their energy again.
At the same time, these challenges create opportunities:
I have been able to express myself fully, 24/7.

I want to cherish this period of isolation and emotional closeness with Gwen as a time to remember in the future when our lives are more independent from one another.
I am developing new relaxation techniques and have been able to think more about how my moods, anxiety, and pressure of and manner of touch trigger reactions in other people. 

I have been finding community in new ways, particularly online in video chats, meetings, workshops, conferences, plays, and music performances (for which I have gone from a tolerance of about fifteen minutes to several hours). Online, I’m meeting other people on the autism spectrum (such as at monthly Neurolyrical Cafe meetings), visiting with staff and more regularly with family, and attending events I would not have in person. It’s been easier to keep focused at the Zoom meetings of the Mosaic Society of Philadelphia, compared to live ones, since there are fewer distractions; I participated in an online members exhibit and sold my piece, which also now appears on the MSoP website (top row, second from the left http://www.mosaicsocietyofphiladelphia.org). With my Values Into Action staff, I have regular sessions in which we remotely work on our own separate artwork (Gwen assists me by steadying my hand), either free form or based on exercises I’ve found on websites. I’m learning to see in new ways, both visually (which helps, since I haven’t been able to attend vision therapy) and creatively. Online contact is a mode I want to retain post-COVID.
The consistency of being with one person, instead of several in my day, has made me more aware of making thoughtful decisions, being fair to others, slowing down and thinking so that I am doing what I want to do, rather than merely reacting or rushing out to be active. I tend to jump ahead in my mind to the end result, instead of taking things step by step; therefore, by slowing down I am more consciously in the moment and in control of the progress of my actions. I am more aware of my accountability and responsibility, of the choices I make in how I react and behave. I am seeing the through-line of my Self; I’m feeling more mature. This period of isolation has been a break from the distractions of social interaction, and a time in which I have been learning and growing. I want this Me to be solid enough to stand firm when I reencounter the excitability of in-person contact.
What are your concerns about the future? 

Will my same staff be able to return? 
I want to live with supported independence, apart from Gwen, but how will this work out with staff, supervision, and deciding where to live? 
What will happen to me if there is another pandemic when staff is my 24/7 support? 
What if another political administration is in power that strips more of my supports? (This happened already in 2012, when my state services were changed and reduced, and during the past four years I was unsure where we were headed regarding Medicare and Medicaid.)

I know I will have to retrain myself to get over social anxieties as I go back out into the world.
What are your hopes for the future?

My long-range hope is to settle the future of my living situation and how my supports will be sustained. More immediately, I want to expand the range of people I meet and my friendships. Developing as a writer and artist is essential to my creative and intellectual self, but I also want to find more ways to volunteer and give to others, including finding more low-anxiety approaches to advocacy.
