CVI Now: Talk on Grief by Amanda Griffith-Atkins
RACHEL G BENNETT: OK, welcome, everyone to CVI Now's live virtual event. Today, we have the incredible Amanda Griffith Atkins with us. And we will focus on grief, the grief that comes with disability parenting and how it affects everything. We'll explore navigating living with the duality of fiercely loving our child and knowing that they are a gift to this world. They have a right to accessibility, and we demand their disability inclusion and, and grieving their challenges pain and having to live in a world that is not fully accessible or sees them as worthy and enough and also just having to confront every day how hard this is. 
If you're with us in our CVI Now parent group, drop a hello in the comments and feel free to post questions as they come to you. I am Rachel Bennett, an Assistant Director here for the CVI Center at Perkins where I lead CVI Now and parent advocacy and support. And I'm a parent to Henry, who has CVI and other disabilities. I'm beyond thrilled to welcome back Amanda, who spoke with our CVI Now community about a year ago. 
Amanda is a licensed marriage and family therapist whose clinical background, combined with her own experience as the mother of a disabled child has given her unique and refreshing perspective on parenting. She is the founder of Amanda Atkins counseling group in Chicago. Many of you follow her incredible Instagram account that is a big, wide, tender space to hold our truth about all that we experience as disability parents. It has helped me process a lot and has gotten me through some really, really, really tough days. 
Our format today will be a conversation. Amanda will talk for a bit, and then I'll ask Amanda the questions that you submitted earlier, along with the ones that come up live. So let's go. Welcome, Amanda. 
AMANDA GRIFFITH ATKINS: Thank you. I'm so happy to be here. And as you were talking, I was finding myself feeling like such a feeling of happiness, which is weird, right. Because we're talking about grief. But the fact that this space is even existing to me feels like such a win. Because I'll tell a little bit of my story. But I have a 13-year-old with a rare genetic syndrome called Prader-Willi syndrome. And I feel like when he was a baby, there was no room for parents to talk about all of the hard stuff. 
And so it's really become a life mission of mine as ironic as it sounds to talk about the hard stuff with parents. And I feel such an overwhelming sense of joy that we're even here today as parents of kids with disability giving ourselves space and permission to talk about this stuff that really, as we'll get to, I know stirs up a lot of guilt, stirs up a lot of anger, stirs up a lot of feelings. But the more we push it down just like we with any emotions, the more it just kind of like wants to volcano up. 
So I'm thankful that you're all here. And I just want to kind of give you permission during this talk today to like tap into the hard stuff. And at the end of our talk today, I'm going to do a grounding exercise to try and zip us up a little bit to get back to the real world. Because I want this to be something that feels helpful and informative but doesn't totally dysregulate you. So remember that if you're like as we're talking, you're starting to feel really dysregulated, go get a glass of water, whatever, it's OK. 
We're always here. So OK, so all that to say, I have a 13-year-old with Prader-Willi syndrome like I said, which is a rare genetic syndrome, one in 20,000. And we did not know that he was going to have it before he was born, got his diagnosis at seven weeks old after a NICU stint. And the rest is kind of history. So I struggled a lot in the beginning with all these feelings of that I'm sure many of you can relate to, feelings of anger, of disappointment, if I'm being honest of grief. 
But I powered through as we do. And I didn't feel like there was space to own up to the difficult stuff for a number of reasons. But I really noticed about the time I had my second son, who was born neurotypical, no disability, I noticed as he would be doing normal kid things I would have this pit in my stomach. And one of the things that really stands out to me, he was probably two or three years old. And I was going to this was a little soccer thing that of course, Asher was never able to do. 
And I was at the soccer game watching him toddle around all these cute kids. It was the cutest moment in the world. And I just like felt these tears well up, and I felt like this pit in my stomach. And I was like, what is going on with me? This should be a happy event where I should be this is like what new parents live for is these sweet moments. But I just felt this overwhelming sense of just dread. And as I went home, and I started to unpack it, I was like what I'm feeling is grief. 
I'm feeling grief that I'm having this suddenly my eyes are open to this really normative parenting experience. And with Asher, I missed out on all of this. Instead of being at these soccer games and going to these events, I was focused on physical therapy and medical procedures and a lot of fear about the future. And so the more that I was able to tap into the things that I felt that we sort of missed out on or how our experience was different from other families, the more I started to be in tune with my grief. 
And so like I said earlier, as we're talking today, I want to invite you to focus on your grief. And this isn't something that we do often as parents because we are trying to be out there surviving. And tapping into our grief can feel really overwhelming at times. So before we get started, I want to ask you to just be mindful and think about when is the last time that you noticed yourself feeling grief about your child's disability or your child's suffering or your experience as a disability parent? 
And maybe things that come to mind are a medical procedure that your child had or a time that you were around like a niece or nephew maybe that didn't have a disability, a time that you had to advocate with the school, anything can come to mind, but I want you to think about it and tap into that feeling for a minute. And if possible, I want you to notice where do you feel it in your body. For me when I feel grief, it's like a pit in my stomach. I start to feel dread, a feeling that feels like dread in my stomach. 
My heart starts beating fast. So I have these sort of physical symptoms that can indicate to me like, OK, I'm feeling grief right now. So I want you to just be mindful of that experience so that you can help identify when am I actually feeling grief about parenting. So I'm going to talk about five different points, grief points that we're going to talk about. And but before I do that, I want to talk about why is it so hard to talk about our grief? What is that? 
Grief is a normal human experience where when somebody dies, we're always I feel like there's plenty of permission in our culture to speak about your feelings. You're having a hard day. You're missing your person. But for some reason when it comes to disability parenting, I feel like we're not quite as allowed to talk about our grief as parents. And there's a lot of things that go into that. I think the first thing is sort of this just general culture avoidance that we have to any hard feelings like positive vibes only, good vibes only. 
We hear it all the time. We see it on t-shirts. It is a thing that only bring your positive vibes here. There's no room for your bad vibes. And so I think in general, culture sort of has a discomfort with these feelings of grief. And we often think the manifestation mindset. All the sort of wellness nowadays points to if you think about positive things, positive things are going to happen. But as disability parents, we know that is not true. Hard things can happen to anybody for no reason at all. So sort of that cultural vibe that good vibes only, and we want to kick that to the curb. 
We also don't want to seem negative to people around us. I just did a post on my Instagram earlier this week that was about how it is difficult to talk to people about our hard feelings because most of the time, people don't know what to do with them, especially if it's about our kid. People might be really quick to say things like, oh, but he doesn't look like he has a disability. He looks so normal. Or well God only gives you what you can handle. Or God gives special kids to special people. 
I mean, I could go on all day with these platitudes. And what really is at the core of it is that we're saying like I'm really struggling right now, and the other person isn't quite sure what to say to comfort us when in reality, what we probably need to hear is like hey you're not alone. It's OK that you're having a hard day. What can I do for you today? Right, but it's difficult for people to sit with the discomfort. And that sort of sends the message to us just don't talk about it, right? 
So I think there's also this huge piece about guilt, which we'll talk about more in a little bit. But as parents of kids with disability, our grief and our guilt are so intertwined. It feels like if I'm feeling grief about my child's disability, I must not love them. Or if I'm feeling grief about my disability, I must be ableist. And I must not be comfortable with disability, right? And so I just want to totally kind of bust these thoughts. Because it's human nature to feel grief. 
It's human nature when we see our child suffering or when we know that there are certain things that they want that they're not able to do or accomplish, it is a normal human experience to feel grief about that. But there's all this guilt that we feel because in our mind, we're like well, good parents love their kids no matter what. Good parents celebrate every aspect of their kids no matter what. And good parents are rooting for their kids with disabilities which of course, we are. 
But with that comes a sense of sadness that our child is in the situation that they're in. And as parents that there are certain things that we feel like maybe we're missing out on, too. And it's tricky, right? Because even saying that I'm like, oh I cringe at that. I hate that I feel that way. But before I can move forward and really process it, I have to own that that's how I feel without judgment. So guilt can be so overwhelming and such a blocker for giving ourselves permission to talk about our grief. 
And I think the last reason that we don't talk about it is because we never want our child to think that we're disappointed in them. There's a big difference in being in struggling with their disability and the way that they have to navigate the world and the way that they are-- the constraints that they run up against in the world versus being disappointed with them. So I want to make that very clear. And I think we naturally put on a smile like a happy face when we're around our kid, understandably so. 
Because we never want them to think that we're disappointed in them. And that's why things like this are so helpful because it gives parents a chance to honestly speak about their struggles so that we can become better parents, so that we can become better advocates for our child. But we are whole people, and we have to give ourselves permission to express the difficult stuff, too. 
So with that, let's kind of jump in to these five points that I want to talk about today. And the first one is that our grief is reoccurring, which I'm not sure how old all of your kids are, but as somebody with a 13-year-old, I can attest to the fact that grief isn't something that's felt once, right? I mean, just the other day, Asher was zooming with one of his friends who's in eighth grade with him. And she's nondisabled, neurotypical. And she was talking about the high school that she wants to go to. 
And ironically, Asher, we are we're hoping Asher goes to the same high school. They have a really awesome special ed program. He can stay in it until he's 22, lots of good resources with the community. And then she was talking about why she wanted to go there. She's like, yeah, their AP classes are really good. There are so many opportunities. And I was just thinking, wow like the motivation for my child to go there and the motivation for her to go there are so different. 
And it just feels, it's really difficult. I feel like for me to navigate that, just like, wow, there's such differences in experience. And I felt this ping of grief as I heard her talking about why she wanted to go to that school. You can think for yourself these sort of milestone markers in your child's life where you envisioned things being different or had to really advocate for something, or your child had to do a medical procedure that was devastating. 
These are the moments that our grief stirs up. The analogy that I always use is if you take a pebble and throw it into a pond or body of water, there's initially that big splash, right? I feel like that's when we get the diagnosis, this huge splash, our life turns upside down, everything's dysregulated. Eventually, we start to find our normal. But there's definitely little ripples along the way, right? First day of kindergarten, ooh, that's a big ripple, medical procedure, ripple. 
You can see how our grief maybe over time spreads out more. But it's always there lingering. So it's good to remember so that you can identify it in the moment. Oh, yes I'm feeling grief. I understand why I'm feeling this way, and I can have compassion on myself. So the second one is that grief can be ambiguous, which I'm a licensed marriage and family therapist. And so a license, I'm always proud of this term. 
Because Pauline Voss, who's a licensed marriage and family therapist, she coined this term ambiguous grief, which you've probably heard. And it can be broken into two different terms. The first is physical, and the second is psychological. So a good way to think about this is all the people that lost a loved one during COVID, maybe the person had to go to the hospital without anyone, just there by themselves. This can be considered an ambiguous loss because there's so much that went on behind closed doors that we didn't get to see. 
So you're grieving the experience that you didn't have. You're grieving the distance that you had from the person. So that's the physical example. But there also can be psychological ambiguous loss, which is sort of like grieving how we thought it would be, grieving just the experiences that we and our child didn't get to have. There's no real closure on ambiguous loss. And I think grieving independence really falls into this. 
It's just not a clear loss of oh, my grandma died, and I'm grieving this, right? There's this ongoing thing that's causing me re-occurring grief, and there really is no end in sight to it. So ambiguous loss is something to keep in mind. Because as disability parents, we experience it all the time. 
So another thing I want to point out is that our grief is often not experienced alone. I always say this to my clients. Grief never walks alone. And what that means is that there's almost always a secondary emotion that comes with it, which sometimes makes it a little bit difficult to identify grief. The two that I most often experience, and maybe you're different, but the two emotions that I most often experience with my grief is guilt and anger. 
I know we talked about guilt earlier, but just that experience of being like, oh I shouldn't feel this way. This makes me such a bad mom. Other disability moms don't feel this way. What's wrong with me? Then I'm just pushing my grief more and more down and not giving myself a chance to process it. And the other emotion that I find myself frequently feeling is anger. So a perfect example of this is my son's teacher recently went on maternity leave. 
And she just sent us all an email saying I'm not going to be back this year, so he's going to be with the sub for the rest of the year. I felt such anger about this initially, anger towards her. How dare she, just being really honest, I was like, how dare she do that. She's a special ed teacher. She needs to know that her students need her. All of that may be true, but also, I can have compassion on the fact that this new mom wants to extend her maternity leave and be home with her baby. 
But I sort of presented itself at anger towards her, when what I really was feeling was like oh I'm so sad that my son requires such consistency as an eighth grader. And that I feel like he's missing out. And I feel like he's kind of falling through the cracks of the school system because they're long term sub isn't blah, blah, blah, all of it. So it sort of, these feelings co-existed. I felt angry at the teacher, but that sort of overtook my grief. Because anger just feels so much better to feel angry than to be grieving. 
I don't know about you, but I would much rather be pissed off than in the corner crying. So that's something to remember, too if you find yourself feeling angry. This can go to any, whether it's with your partner or at work, whatever. Check in on it, and be like what is really underneath this? Because I would say probably seven times out of 10, it's probably not really anger. There's usually a more gentle emotion underneath there, grief, vulnerability, rejection. 
And I know for me with disability parenting, grief likes to take-- or anger likes to take the driver's seat because it's just so much more empowered and just doesn't make me feel so vulnerable, I think. So I'm curious to hear some of you relate to that later on. So the number four point is it's important to understand how your spouse experiences grief. Because if you're married of course, everybody experiences grief differently. And some people really need to talk about it. Some people would prefer to process it alone. 
But I think this is a huge point. We always hear that statistic. I don't know if you've heard this, but they say that 80% of parents of kids with a disability get divorced. That statistic is not true. I want to go on record and say that there's been research done on it, and it's actually not true. But our likelihood of getting a divorce is about 2% higher than your average couple that's not dealing with disability. So the discrepancy is there, but it's not anything that's quite as alarming. 
However, you can see how over the years, your marriage can wear away. Your marriage can really be impacted by disability parenting because there's so much going on individually that we may not be processing with our partners. So I would encourage you, if you have a partner to go home and say, do you feel like you feel grief? How do you feel like you express it? What do you feel like you need when you're having a grief moment? 
Because I would almost put money on the fact that you and your spouse probably express it differently and probably need to be cared for in a different way. So simple questions like is it helpful if I sit by you and put my arm around you when you're feeling grief? Or do you need to do something actionable? Maybe you need to go for a walk or go for a run when you notice yourself feeling grief. So these are great conversations to have with our partner. 
These are great conversations to have with our parents as grandparents feel unique grief about disability as well. And ultimately they're great conversations to have with our kids, too. If your kid is cognitively able enough to identify what they're feeling, Asher or is not, but I know lots of kids with disabilities that are able to say I'm sad about this or in their own way. And so it's good to have an understanding of not just what you need when you're feeling grief, but also what the people in your family need when they're feeling it. 
So the last point that I want to make is about something that's called meaning making. And I'm sure that you've all heard about the five stages of grief from the '60s. And the five stages of grief have sort of been, I don't want to say debunked at this point, but they're not linear. We know that you don't necessarily go through denial, anger, bargaining, depression, acceptance in that anger and it's not like-- or in that order. And it's not like oh, once I hit acceptance, I'm good. The grief is done, right? 
But it is kind of assumed that people tend to kind of interweave in and out of them at different points. And all of these emotions are things that are definitely felt during grief. So fast forward that those initial five stages of grieving were developed in like the late '60s with Elizabeth Kubler-Ross. Fast forward to more recent times, and somebody David Kessler, who actually helped Elizabeth Kubler-Ross come up with those terms. He was like her protege, basically. 
He's really well known in the grief world. He has kind of coined the sixth stage called meaning making, which I actually love it so much. And just that in my professional work, I do a lot of grief work, whether it's loss of a partner or death of a child or a parent. And I have just found the topic of meaning making to be so essential to integrating our grief and not making it be this thing that we're experiencing. But it's more like something that's deep within us that we feel like doesn't feel quite so scary I guess, if that makes sense. 
And the point of meaning making is that we are coming to terms with our loss. And if you notice, I'm using the words coming to terms with our loss, not getting over it, right? Because we never master grief. We never master a loss. We will never reach a point where we're like, oh that really worked out well. I'm so glad my child had that disability and just feel like it was really great. I really don't think I personally will never reach that. I will always hold some grief and sadness in my heart that we've had this experience. 
And in Western cultures, we really long for mastery, right? That's how we work is that we want to be the best at it. We want to get it done, and we want to move on to the next thing. So this idea of meaning making, it means basically that we want we want to better understand the experience. We want to better understand the experience of what was the diagnosis like? What did I feel? And then also trying to understand do I need to do something with this information? 
How has this experience shaped me and changed me as a person? And it's a very compassionate view of our experience. And so even as I was preparing for this, I was thinking, how have I done meaning making through having Asher? And then it clicked. I was like, oh my gosh, literally doing this talk for me is part of my meaning making as a disability parent. I found something that moves me within this experience. And that's the ability and need to process our grief and our hard feelings and I went after it. 
And yours may look very different. Yours might be you have a friend who has a child with a disability. And you are really intentional about caring for them and meeting with them or something. So it's basically how does the disability impact you? What's the meaning that you're drawing from it? How has it shaped your life, and just really trying to understand all of it and determine, do I need to do something with this? And the answer may be no. 
You may not, you certainly don't need to start an Instagram or go talk to a school or something. That might not be your thing. But it's what do I do with this, and how does this shape me? How has this experience changed me? So I love that. And for me, that's been really helpful in conceptualizing my grief and feeling like it's not just this bad thing that happened to me, but I'm able to grow. And it becomes a part of me. It's not it's not something that happened to me in my son we're not victims. 
But it is something that has shaped us and changed us. And this requires us to see a lot of gray area in disability. It requires us to see the good, the bad, the neutral and try and look at it without judgment in a way that's compassionate. So those are the five points. But before we get to the question and answer, I want to just highlight something called mindful self compassion. You've probably heard me use the word compassion a lot of times as I've been talking today. 
But this is something that's been so important to me in understanding and approaching my grief. And I know you all know what self-compassion is, but Kristin Neff is a therapist. And she has developed this term called mindful self compassion. And basic-- and she also is an autism parent, which I think is something really important to highlight. Because she's actually done research on specifically autism parents and mindful self compassion. 
And she's noted that people who have a higher level of self compassion are it's easier for them to navigate the hardships of autism. And there's a research study on it. You can Google it if you want. But I was like, wow this seems, this makes more sense. So the basis of it is that if we're able to approach our emotions with a more self compassionate view, then we're able to navigate the hardships of disability parenting better. 
And doesn't that make sense? We're allowing more space to feel our emotions. We're allowing less judgment on ourselves and just owning the humanity of the experience and acknowledging that of course I feel grief. Of course I feel sadness at this. It's human nature. It doesn't make me a bad mom. It makes me human, you know. 
So I'm going to read a quote the Kristin Neff said about her son she said, "Self compassion made a huge difference in raising Rowan." That's her son with autism. "My husband and I made sure that we had a compassion for how difficult it would to be his parents. We gave each other breaks and nights off. I think a lot of autism parents are so in problem solving mode and they're so focused on helping their kid. It's hard to admit the grief because you feel I love my kids so much. 
How can I admit how difficult and how painful and how depressing it is sometimes. And I think that you have to acknowledge those painful feelings. And that actually allows you to love your child even more. I don't think autism parents do that nearly enough or any parents for that matter, but especially the autism parents." And I would add especially disability parents. "You have to acknowledge the grief. 
So mindful self compassion it's giving yourself space to be human. It's acknowledging the feelings without judgment. And the way I like to explain it to people is it's treating yourself the way that you would treat a friend that came to you and said, I am just having the hardest day today. I'm so over this disability. How did this life even happen? You wouldn't look at that friend and be like, ooh, you're not a very good parent for thinking that, right? You would say, of course you feel that way. 
Here, have a cup of tea. Let's sit together and talk for a minute. So I want to encourage you as you're approaching your own grief, can you give yourself space in that same way that you would give to a friend? Can you be compassionate? Can you be kind to yourself and just try and remove the judgment. So thank you. That's what I have, and I'm eager to hear questions. 
RACHEL G BENNETT: Thank you. 
AMANDA GRIFFITH ATKINS: I threw a lot of information at you. 
RACHEL G BENNETT: Oh, I'm just letting that vent. That's really good. That's really good. A lot resonated in the comments. And I just want to share a few. And then we can talk about them. And then go to some questions if that's all right. Thank you. You're such a gift, Amanda OK, so just resonating around why this is so hard and the grief, and because everyone tells you you should be happy because x has it so much worse. 
That comparison, I find myself doing that all the time. And it's really, it's a lot in our disability community. Even in the CI community, it's such a heterogeneous population all of our kids have their own thing going on. What do we do when that comparison comes up when it also fuels the grief? 
AMANDA GRIFFITH ATKINS: I think you hold space for both. It's OK to be like we're suffering, and I'm suffering. And you're suffering doesn't discount the fact that I'm suffering. We can all be-- it is this weird mindset to be like oh, you got in a car accident and totaled your car. I got in a car accident, it just broke my leg. Well, you have it a lot worse than me. But we're both in a car accident. It's really sucks, car accidents suck. So can we have compassion? 
I also think that can be a little indicator of oh, I think I'm feeling a little gratitude. I think I'm feeling a little gratitude that my child can walk or something like that. Whatever it is, can you shift it from being they have it worse. I'm not allowed to feel this way to being that person is really suffering. I do have a little gratitude that my experience is different, right? Do you see how just even talk to yourself differently. It's more compassionate in that way. 
So shift it from their suffering negates mine to I'm allowed to have a little gratitude for the experience that we have. 
RACHEL G BENNETT: God, all these things are so close together, the grief, the anger, the guilt. There just sit there. Yeah. 
AMANDA GRIFFITH ATKINS: I know. 
RACHEL G BENNETT: And it's tough to understand what. But I love that mindful self compassion quote. I held it together, but it was just nailed it. 
AMANDA GRIFFITH ATKINS: She's amazing. I can send that to you. I can send that to you-- 
RACHEL G BENNETT: Yeah, I want to post that. OK, what else was resonating? How grief sneaks up on you and hits you over the head sometimes, I hate those moments when you don't realize that it's going to come, or it's there. Going back to back to school night, I think I wrote this in our community. And it just, OK, this is my first back to school night in person. Look at us, we've done this for years. It's kindergarten is different from fourth grade. 
And what they were talking about, I'm like, my kid is so far away. And I just, I don't know how I held myself together in a room full of people. But it's things like that. It's a lot to us all the time. 
AMANDA GRIFFITH ATKINS: All the time, and I call them landmines. I was not expecting it. And it's suddenly this. And we have to keep it together, right? Because I can't be crying at the back to school every single year. So all that self compassion comes in, and you're like, I'm feeling this. It's OK, it's OK, it's OK. You soothe yourself the same way you would soothe your child. 
RACHEL G BENNETT: Yeah. You see yourself the way you soothe your child. 
AMANDA GRIFFITH ATKINS: Right? 
RACHEL G BENNETT: How come that's not our first response? 
AMANDA GRIFFITH ATKINS: I don't know. Somewhere along the line, we've learned that we have to be this certain way. Good parents are a certain way. Grownups are a certain way. And I just wish we could rewrite all of that. It seems like we would be much more self compassionate and gentle with ourselves if we gave ourselves the permission to be human. 
RACHEL G BENNETT: Yeah, yeah, and all the mess that comes with that, right? It's the conversation around if I'd done x, it would be better. I had such problems with getting services, I say often. If I'd gotten her the resources she needed, she could be doing so much better. And that's a big one in our community, especially when there's such a lack of awareness, lack of training. People don't know how to teach our kids. That's a big one. 
AMANDA GRIFFITH ATKINS: Yeah, so I think that's we all struggle with that whether because I think as particularly as moms, I think we look back. We think, well, I was the one that carried this kid. Did I do something wrong? We know in our brain obviously, we didn't cause this. We know that in our brain. But I mean, sometimes, I think terrible thoughts like wow, if we would have just waited the next day to try and conceive, maybe things would be different. These are insane thoughts. 
But we think them because we just want to believe we have some sense of control. I think that's probably where it's coming from. Again, can we have compassion on that? Do we have compassion on the fact that I really wish I had control? I really wish if I would have done something different, maybe we would be in a different place right now. To me that, just feels like this longing for control in a situation where we have absolutely no control. 
So I would just encourage anyone who's feeling that guilt like I wish I would have done something different to just acknowledge I didn't. I didn't. I did the best I could in the moment. I had no idea where we were. I had no idea. We're thrown into this with not a clue about CVI or Prader-Willi syndrome. I bet most of you never even heard of CVI until you had a child that was diagnosed with it. So how could you have done any better than what you did? 
And I think the way you approach it is say, OK, I wish I would have done differently. I didn't, but I'm doing the best I can now. I'm doing everything I can now within my control to be a good parent and to give my child the resources that I can, and also acknowledging that it's not just you. It's the system against you. Your insurance didn't pay for x, or your specialists didn't recommend x. It's not just failing. The system fails us and our kids all the time, too. 
So even if you would have known what you should have done, you might have not been able to do it anyway because there's so many factors in the way. So it's just you have to step back and release yourself of some of the responsibility of it. 
RACHEL G BENNETT: That's a huge one. We just had somebody talk about CVI parent advocacy and just giving us the whole landscape of listen, IDA hasn't even been fully funded at the federal level since it began nearly 50 years ago. There's only 20 states that are actually in full compliance, right? So of course, this is hard, right? It's not you, you're not feeling your kid, you're not doing all of this wrong. And that's really helpful to know even though it's still infuriating and causes a whole new other wave of grief. 
I'm like, why is the system like this. Why does my kid have to experience all of these barriers just because they have a disability? Yeah, so. 
AMANDA GRIFFITH ATKINS: Also, I'm going to add maybe you did make a mistake. Also, we, I don't want to be so quick to be like all the systems again. But Maybe you did make a mistake, and that is OK. It is OK. We're human. We're doing the best we can. I'm not a perfect parent. It's OK. You just got to move forward. 
RACHEL G BENNETT: Yeah, yeah. Oh, man. OK, a question around or just a comment around the guilt and grief that comes with just wanting a break and wanting to escape, God that's so present. 
AMANDA GRIFFITH ATKINS: So I told you earlier. I literally told my husband today, I'm going to my beautiful, sun drenched office. I might not come home tonight, literal quote from me this morning. So I think that feeling is so valid and so real. And I mean, some of the stuff that we deal with on a daily basis is really overwhelming and really scary. And it is human nature to need a break. And I think if you feel that, it's so important to listen to it and understand. 
I didn't talk about self care in this talk. But what is your self care look like? And I don't mean going to get a manicure or pedicure. I mean picking up the phone and calling your best friend and crying or going to move your body in a way that feels fueling. This stuff doesn't solve our problems, but it does chip away at the iceberg a little bit to give us a little more bandwidth for dealing with this. 
And if you notice yourself constantly like, I just want to escape. I never want to be home I never want to be around my family, that should be a big red flag for you that's I need help. I need help. I cannot do this by myself. I need therapy. I need to find out a way to get more resources. I need my partner to help more. If you're-- that should be a alarm bell of I need to pay attention to this if you're feeling that constant need to escape. 
RACHEL G BENNETT: Yeah, yeah. What if it comes in seasons? Does that happen? There are weeks or months, I'm like, I don't think I can do this. 
AMANDA GRIFFITH ATKINS: Totally. I wonder what I would say like I'm such a big fan of data, charted it and see what is it? I mean, it could be for me, my cycle I'm so impacted by my cycle. 
RACHEL G BENNETT: Oh, right. 
AMANDA GRIFFITH ATKINS: I can be-- hate my family at certain times, and often can be-- I mean, I'm not, I don't want to describe it. It's hormonal, but I know for me my hormones are it is definitely amplified, and that's something I need to be mindful of. This is not me all the time. This is me right now. But if you notice it's in certain seasons, I would want to be like, what's going on at school? What's going on with you personally? What is it about this particular season that's making it. So that your bandwidth is lower than it usually is? 
Is work really busy? Something is taking up your energy, and our energy is a finite resource. So you don't have the energy to be as focused at home. So what is that? 
RACHEL G BENNETT: Yeah. that's why the holidays are so hard because it's already threadbare, right? Because we're dealing with the daily challenges. We're processing our grief. And it's like you said, it's not just the one and done grief, it's fresh grief all the time. It's something like no other. So it wears on our energy, too. OK, so a shout out to you. Your Instagram account has been so incredibly helpful as I navigate all my own emotions around disability parenting. Thank you for choosing that as your way of making meaning. 
AMANDA GRIFFITH ATKINS: Thank you. Thank you. That means-- there are some days I post things and I'm like, nobody's going to-- this isn't going to resonate with anyone. And I'm like, 1,500 people agree with me. 
RACHEL G BENNETT: Every single of your posts, we're all like, nailed, it nailed it. 
AMANDA GRIFFITH ATKINS: It makes me feel so much less alone. I'm like, I'm not crazy. I'm not-- we're all in this together, and we have these shared experiences, so. 
RACHEL G BENNETT: Like I've said, your community has gotten me through really hard days like when Henry is not doing OK. When he's really suffering, I just go right to your community. And just. 
AMANDA GRIFFITH ATKINS: I mean, it's amazing, I feel like. 
RACHEL G BENNETT: It's amazing. 
AMANDA GRIFFITH ATKINS: We all get it. 
RACHEL G BENNETT: Yeah, yeah. And then a question around how do we go about making meaning from our grief? You mentioned this towards the end. How do we figure that out? 
AMANDA GRIFFITH ATKINS: Well, he has written a book if you're a reader, that could be a really good book to pick up. It's called, I think it's called, Meaning Making the Sixth Stage of Grief or something. And it's by David Kessler. So that's a good book to pick up. His grief is his son, I think, died of an overdose. And so the grief that he's sort of processing is that but also being a researcher in the field. So that could be a good thing to put on audiobook or something. 
But I think the meaning making comes over time. I think it comes from before you can do the meaning making, you have to be able to look at your emotions in a non-judgmental way and try and understand how is this experience changing me and approaching that with compassion and approaching that again, without judgment and being able to just acknowledge having a child with a disability has made me more sensitive to other people with struggles. 
That's something I would say that that's something that I would say. That's an example of meaning making, right? It doesn't mean being like, my child has a disability, and now I can say I'm happy about it. That's when I first started reading the book, I was like, where is he going to go here. Because if it's toxic positivity, I'm not into it. But it really is just saying how have I changed from this? How has this shaped me? And what does that mean for me as a person? 
So those are some big questions you can ask yourself, how have I changed from this experience? And I don't want you to say things like, well it's made me more cynical. It's made me more depressed. Because I mean that could be an answer, too. But it's made me more tender towards, like I said people who are suffering or people who have differences. It's made me more aware of how our world is not set up for people who have disabilities and how we need more activism there. 
And there are parts you can anything if you're saying it's made me more depressed. You can shift that. You can shift that in a way that's not a negative, right? 
RACHEL G BENNETT: Right, right. You've built some skills in navigating all of this. Yeah. I love that. Oh more questions, here we go. How would you respond when someone says, well all kids are hard? No one knows what to expect with any kid, and you can't compare any kids. This is not just comparing neurotypical children on their milestone. My son may never reach milestones. 
AMANDA GRIFFITH ATKINS: Oh this is so terrible. I hate it that somebody said that to you. Just respond not well I feel like is the answer, not well. I mean, this just shows the lack of understanding of what we're dealing with on a daily basis. Honestly, this is probably terrible advice. But I feel like what I would say from autism specific syndrome. Asher's specific syndrome, one of the main components of it is that his sense of hunger or his sense of satiation doesn't work properly. 
So he's constantly hungry so people with PWS can literally eat to the point of stomach rupture. So in our house, we have to lock the fridge. We have to lock the pantry. Food is very complicated. So if somebody said that to me, I might say something like, yeah, but most parents don't have to lock their fridge. It's just go big. When somebody says something like that, it's not necessarily your job to within reason, it's OK for you to be like, yeah but in my experience, da da da. 
And then say something that you're really struggling with. And then honestly, if that person keeps saying things like that, you have to then decide what is my boundary here? I cannot speak to this person about the disability anymore because they are unwilling to understand. You could also have a more compassionate approach like I'll say something like when people just kind of be like, oh, you should come spend some time in our house for a little while. 
Asher is amazing, but you should come. You are welcome to come hang out in our house for a little bit and see the reality of what it's like. Because and you can kind of gauge a lot. Are they willing, or are they just saying those things as platitudes to try and make you feel make them feel better, the whole thing, right? So and people say really terrible things. 
RACHEL G BENNETT: All the time, and you don't-- sometimes, I don't even realize it until later. I'm like, oh my God, no wonder I'm not feeling well right now. 
AMANDA GRIFFITH ATKINS: Right. It's oh, that's what I felt when they said it. Yeah, OK. 
RACHEL G BENNETT: I can see that missed in a way that. Yeah. I love that. Lots of yes, exactly. I'd say, you take my kid for a week, and. I'll take yours 
AMANDA GRIFFITH ATKINS: That's what I'm saying, right? Let's do it let's go to museums. Let's go to. 
RACHEL G BENNETT: Oh my God. No, don't take my kid. That's the thing, or you could be like, are you worried that they're going to get through the week without a medical crisis? 
AMANDA GRIFFITH ATKINS: Correct. 
RACHEL G BENNETT: I am right. 
AMANDA GRIFFITH ATKINS: Yeah. When you go on vacation, do you usually map how close the ER is? No. Oh, just me, OK. 
RACHEL G BENNETT: Show me your medication bag that you have to bring. 
AMANDA GRIFFITH ATKINS: How many pills a day? 
RACHEL G BENNETT: Right, right. Do You talk to the nurse every day. OK, we could go on. We're getting salty. There was something like had to respond to a similar thing like this in your community. And I love how they were like, oh it's just a choice. We all have choices. And you ask well, what do you-- what hasn't been a choice for you? And I think that's such a great question to kind of take stock of yeah, everybody knows. Nothing is a given. Nothing's guaranteed in this life. 
And I've said this before, but to confront that right at the gates with a first child with your very own, it's crushing. And it just takes everything out of your bones. And so that's first and foremost, that's not a choice. And it's just there's a lot of things that we do because we have to do. And if we chose-- if we did have a choice, we would want to do them. 
AMANDA GRIFFITH ATKINS: Exactly. And we love our child, we support them, and they're a part of us. We do it out of love but also because we have no other choice. So you can grieve it and still, you can grieve that experience. You grieve that experience. 
RACHEL G BENNETT: Yeah, that's OK to grieve. Yeah. OK I want to go with some questions that were already submitted. There's some big ones here. How are you feeling you? You Good? 
AMANDA GRIFFITH ATKINS: Great, yeah. I hope everyone else is. 
RACHEL G BENNETT: How to deal with the anticipatory grief, explain what that is and how to deal with that. 
AMANDA GRIFFITH ATKINS: Yes, I actually had anticipatory grief on here, and then I took it off I should have left it on. But so anticipatory grief is sort of grieving something that hasn't happened yet, grieving like an impending bad thing that is probably going to happen. So I was thinking about this. And for me, it's very likely like Asher won't be able to live independently like most people PWS don't. And he is 13 now. 
And in the back of my head, I'm like, OK, we're going to have to start thinking about group homes. That will have to happen eventually. And I have so much anxiety and anticipatory grief about that because I'm imagining him unpacking his suitcase, getting him set up in his room, and just feeling all these feelings about I'm a bad mom. I shouldn't be doing this. He should be living with me still. And I just have so much anticipatory grief about that experience, knowing that it's going to happen. It's out there in the future. 
And so I think something that I try and do, and this is like a logical suggestion, so it's not exactly the best one. But I try and remind myself I'm not there yet. And grieving about it now isn't going to help me then. And so I try to reframe it and be like it's going to happen. I'll cross that bridge when it comes, and I'm scared about it. I try and speak to myself that way and just give myself permission to be scared about it and own it but also acknowledging that ruminating and planning and thinking about it and envisioning it in my head is not going to do me any favors. 
That's a very logical answer that I know doesn't resonate with everyone. But I do think we have to stay on top of our thoughts with anticipatory grief. Otherwise, we can just be like six years ahead and not be in the here and now. 
RACHEL G BENNETT: Yeah. That's really good I'm just not there yet. 
AMANDA GRIFFITH ATKINS: I'm not there. And when I am there, I trust that I'm going to be informed. I'm going to make the best decision. I'll have support around it. I'm going to do what's best for Asher. I trust myself in that. So I would encourage you guys to think the same thing. I'm anticipating something that's going to be hard. I feel grief about it already, but I trust that I'm going to be able to handle it. I'll do my best. 
RACHEL G BENNETT: Yeah, yeah. That's the compassionate way of thinking about it. 
AMANDA GRIFFITH ATKINS: Yes, exactly, exactly. 
RACHEL G BENNETT: That's really good. That's really good. Yeah, that anticipatory stuff happens a lot I'm sure with all of us, just the anxiety of expect certain things to happen, right? Maybe it's medically, maybe it's something at school, maybe it's-- and then if it doesn't happen, you're still feeling something. Even if everything goes great you're, still just like a wreck. Am I being-- I don't know if I'm being clear, but just. 
AMANDA GRIFFITH ATKINS: Yeah, absolutely. I think that's so true. Just there's so much dread and we know that there's going to be really hard bad things that happen in the future. But grieving it now or obsessing about it now isn't going to make it any easier. 
RACHEL G BENNETT: No. 
AMANDA GRIFFITH ATKINS: It's hard because it's eminent. 
RACHEL G BENNETT: You're making it harder in the moment. 
AMANDA GRIFFITH ATKINS: Yeah. 
RACHEL G BENNETT: Yeah. OK, how do we share the grief of loss of what we expected without offending those who have lost a child? 
AMANDA GRIFFITH ATKINS: Oh, that is such a good question. I did see that one on that you sent it to me. I love this question because it's being sensitive. It's being mindful that people have lost children and kind of the ultimate devastation. And again like the same way with comparing our hardships, I would just say both things can be true at the same time. And if it's a friend, I think you just go out of your way to speak to what they are grieving. How are you? 
I miss you say their child's name. I miss him so much. You must. How are things going? You can and just general sensitivity to it about it. And I think it's really hard because we see how quickly we could be the ones that say the weird hurtful things. When you compare yourself to somebody else who's experienced the ultimate loss, you realize OK, now I could be the person that says something offensive. And I don't want to do that because I've been in that position where people have said offensive things to me, too. 
And so thinking about how you would want to be approached and even asking your friend do you mind if I talk about my child, or does that feel too upsetting right now? What do you need right now? Can you just tell me? So just that's called meta communication, communicating about communicating. And I think it's so important to do that with people that we know are in difficult situations. Do you want to talk about your child? Is it OK? Do you want to see my child? Maybe that feels like too much right now. 
And just be sensitive to their needs. And the truth is for a period of time, that might not be the person that you can go to to discuss like your challenges as a parent, right? So another day I was talking to one of my girlfriends who's going through divorce. I was complaining about my marriage. And I was thinking as I walked away, I was like, oh why did I do that? That's the last thing she wants to hear is how I'm annoyed at my husband for blah, blah, blah, when her and her husband literally just are getting a divorce. 
So we have to watch ourselves. And I need to go back to that friend and just be like I noticed I did that was crappy of me. How did you feel in that moment? Just curiosity. 
RACHEL G BENNETT: And I think you circling back is going to be even the better moment. 
AMANDA GRIFFITH ATKINS: And if she can say, yeah it is hard, but she might also say it's OK. Marriage is hard. I know that firsthand. You can talk about it. But I don't know until I bring it up. 
RACHEL G BENNETT: You don't know. Yeah, we can't assume. We just can't. Yeah, love that. How, oh this is a tough question. How do I process the feelings of guilt my body did this to my baby? I didn't respond quickly enough later on to protect his vision. There's a lot in that question. 
AMANDA GRIFFITH ATKINS: There is, and I don't know the details of it. 
RACHEL G BENNETT: We don't know the details, yeah. 
AMANDA GRIFFITH ATKINS: When she says that her body did this to this baby. I mean, first of all, I would challenge that, but maybe I'm wrong. I don't know what the specifics are around it. I mean, maybe she's saying my body didn't protect my child the way it should have or, you know. But I mean, we are not our bodies. Our mind and bodies are two separate things. And our bodies do fail us sometimes, and we're not in control of our bodies all the time. 
And so I think for this particular parent I would just say you have to assess that self compassion and ask yourself, if I could push the button would this happen or would this not? I would push this would not happen 100 times over. And that's the most important thing, right, is that she did not will this to happen. Like, there's a difference between your body doing something or your child getting a diagnosis. And it just sounds to me like I really want this person to work on self-compassion because she didn't do it. There was not a conscious choice that she made that allowed this to happen. 
RACHEL G BENNETT: Right. 
AMANDA GRIFFITH ATKINS: You know? 
RACHEL G BENNETT: That's really good. 
AMANDA GRIFFITH ATKINS: It's so hard and-- 
RACHEL G BENNETT: I'm feeling that. 
AMANDA GRIFFITH ATKINS: --compassion. 
RACHEL G BENNETT: Yeah, I mean. Yeah, every day it's like did I do something wrong? 
AMANDA GRIFFITH ATKINS: Of course Yeah, or like, should I have gone to therapy earlier? 
RACHEL G BENNETT: No, it was a spontaneous experience like you said. 
AMANDA GRIFFITH ATKINS: Exactly. 
RACHEL G BENNETT: It's so hard to forgive yourself. It's so hard to get passed that. 
AMANDA GRIFFITH ATKINS: Well, and we want to believe we have control, right? That's like human nature. That's our lizard brain trying to be like, if you do this, then this will happen. It's like our brain is trying to assure safety. It's our brains trying to pretend that we have some kind of control. But the really scary reality is that we don't. One in five children are born with a disability. 
RACHEL G BENNETT: Is it one in five? 
AMANDA GRIFFITH ATKINS: I think it's one in five, It's really, like, yeah. 
RACHEL G BENNETT: What is our world doing. Like, wake up. 
AMANDA GRIFFITH ATKINS: 17% of kids in the United States, yeah. 
RACHEL G BENNETT: Wait, say that again. I talked over you. 
AMANDA GRIFFITH ATKINS: I think it's 17% of kids in the United States have a disability. That could be like any type of neurodiversity, ADHD, autism. I don't know the stats on rare diseases. I would be very curious about that. Yeah. 
RACHEL G BENNETT: OK. Back to marriage. How do I navigate the turmoil it causes on a marriage when one parent takes on the majority of advocacy, education responsibility, and so on in caring for the child with the disability. 
AMANDA GRIFFITH ATKINS: I think this is the question-- 
RACHEL G BENNETT: The question. 
AMANDA GRIFFITH ATKINS: --that probably all of you are asking. 
RACHEL G BENNETT: We can have a whole other session on this. 
AMANDA GRIFFITH ATKINS: And I think like stereotypically if we're being honest, it falls on the mom. Not always, I don't want to always say that, but I think oftentimes it does. And this could be a whole book. This could be a whole, like, I have so many thoughts on this topic-- 
RACHEL G BENNETT: You gonna write it? 
AMANDA GRIFFITH ATKINS: --because I think-- maybe, yeah, I'll write it. Yeah, maybe. Because I would say number one, there's two ways to approach this. One is, I'll start with the hardest part, which is we have to look at ourselves honestly and say, how am I perpetuating this dynamic as the mom, as let's just say the wife, use heteronormative language. How am I micromanaging? How have I created my identity around this disability? 
These are really hard questions that we probably-- because it's much easier to be like, my partner works all the time. He never pays attention, doesn't manage the medications. He doesn't know anything about the doctors. Yes, that's true, but we have to look at our role in it and say, like, I am clinging so tightly to this that I don't trust my partner to make good decisions. And so part of unraveling this really, really hard dynamic is trusting our partner, educating our partner, and letting go. 
And that's the part that we don't really want to talk about, because I don't want anyone else taking my kid to doctor's appointments. I don't trust my husband to ask the right questions, but my schedule is crazy and probably 50% of the time he has to take him. And so we have to talk ahead of time, OK, what questions do we want to ask him? What's going on with the meds? Can you call me as soon as it's over? 
But I will say, we are not perfect, not even close to perfect. But when we started out this, I was a stay at home mom for three years and was 100% in charge of Asher's care. And then I went back to work, I built a career. And he really had to step up, and I really had to let go. And it has been so helpful for our marriage to know that he can call to reorder the growth hormone. He does. That's his job. Like, he knows how to do everything. He knows where the doctor's offices are. 
And I know for many of you, the reality is your partners may have never been to one of the specialist appointments. That's how it was for us for a little while, and I was like, I literally can't do this anymore. So is it perfect? Do I wish that he would ask better questions or reorder the medication in a more timely manner? Yes, I do. But in order for this to work-- so that's the first part, right? We have to take an honest look and be like, how am I clinging so tightly to this that I don't trust my partner to take ownership over it. 
And the second part is that your partner needs to step up. You have to communicate that to him or her. And if they don't do it, then that's a whole different discussion, right? So it's two parts. Your partner needs to step up, you have to let go, and you probably might need some assistance around. That's why I think a couples therapist could be really helpful in really unpacking this dynamic of you being the primary caretaker and how can you get them into the dynamic more willingly. 
RACHEL G BENNETT: Oh, yeah. My husband and I just kind of went through couples therapy. Amazing. It's something that I don't know why it's taken us 10 years to do since we've got Henry. 
AMANDA GRIFFITH ATKINS: I wish all these specialists with our kids are like, hey, you guys should be in marriage therapy. It just feels so-- 
RACHEL G BENNETT: It's so helpful. 
AMANDA GRIFFITH ATKINS: Yeah. 
RACHEL G BENNETT: We both have very different responses to all the trauma we've been through. 
AMANDA GRIFFITH ATKINS: Of course. 
RACHEL G BENNETT: Very different responses. I've built a lot of resentment. 
AMANDA GRIFFITH ATKINS: Absolutely. 
RACHEL G BENNETT: Has his own. It's really pushed us into this new phase, and I'm so grateful. 
AMANDA GRIFFITH ATKINS: I'm so glad. 
RACHEL G BENNETT: Yeah. So yes, do it. It's really important. It's a really important. 
AMANDA GRIFFITH ATKINS: And hard, but very important. That could be our next talk, marriage. 
RACHEL G BENNETT: Yeah, we should do that. 
AMANDA GRIFFITH ATKINS: Yeah. 
RACHEL G BENNETT: OK, perfect. OK. Moving on. 
How to handle frustration, fear, and anger that siblings must endure be these from within or from other family members. Be they young or old it never ends. 
AMANDA GRIFFITH ATKINS: Huge. This is like a huge, huge, huge question. I mean, everybody's questions are so spot on. Like, I just feel like we're like in it. This is so-- everything-- all these questions to me feel like I bet every single person that this talk can relate to most of these questions. Which I want that to be a reminder that you're not alone. You're not a bad parent. This is a very normal human experience, and the sibling thing is huge. And there's this term called glass children, which it applies to siblings of kids with disabilities and basically means like, they're glass, they're see through. They don't take up space. They have needs. They don't cause any trouble because they know that their sibling requires so much work. 
So my encouragement to you would be let your child be whole. Talk to your child about the hardships of the disability. It's OK to be like-- my middle son has lots of feelings about it, and I'll sit down with him and be like, it's really hard to have a brother with a disability, isn't it? I feel that too. I want to hear how it's hard. And he'll say, I'm embarrassed when we're in public, and I'll say, I understand. I understand. It doesn't make you bad that you feel that way. I get it. 
Giving space for all of their experiences. And in the same way that we're learning to be compassionate on ourselves in our experience, be compassionate on them. 
RACHEL G BENNETT: Yeah. 
AMANDA GRIFFITH ATKINS: I mean, it really comes down to letting them have space to talk about their feelings and responding to it. And not making them responsible for their siblings. I know we need help sometimes, but sometimes Silas, my middle son, he'll be like, Mom, Asher's doing this. Asher is doing this. And I'm like, it's not your job to want to babysit him. I got it under control, I want you to go be a kid. You do your thing, let me be the parent. You don't need to worry. 
I appreciate it that he is mindful of it, but it's not his responsibility. And I have to remind him of that. And if Asher messes up or steals food or something, it's not the end of the world. We'll figure it out. It's not your job to watch him all the time. So it's a hard balance because we need our other kids, too. I really need him to keep an eye sometimes, but it's not his responsibility. 
RACHEL G BENNETT: Yeah, that's a good one. That's a really good one. 
AMANDA GRIFFITH ATKINS: That's a great question. I feel like I could talk about siblings all day because I think it's really a tough topic. 
RACHEL G BENNETT: It's so tough. And we talked about this last time you were here, too. And it's really tough because it's also that's part of the everyday. That's part of the grief. There's things that our family are really not able to do all together. 
AMANDA GRIFFITH ATKINS: 100%. I feel like my-- oh, it's so hard. My middle son back to soccer, he's playing this traveling soccer. I'm like, we can barely do this because I have to stay home with other two kids. My husband has to go to the game, I'm annoyed because it's like-- it's just-- that is a huge, like, we need more talking about that. Like siblings and how do we balance kids, and-- but another thing I was going to say on that too is that it's not all bad, right? 
I mean, having a child that is aware of differences and sensitive to people's needs. I am so, so grateful because when I go to conferences they're like, any kid that's struggling, your kid is the one that goes up and checks on him. And there's a tenderness to being a disability sibling that I think is just beautiful. And he can be a real asshole to his brother, but when he's out in public he's defending his brother, and he's looking for people who have differences. And that's what we need more of in this world. So it's double edged. 
RACHEL G BENNETT: I see that with my Clara, too. It's great. 
AMANDA GRIFFITH ATKINS: Totally. 
RACHEL G BENNETT: Yeah, just totally welcoming of everybody around, like totally unfazed, which is amazing. 
AMANDA GRIFFITH ATKINS: Yes, Yes. 
RACHEL G BENNETT: I love it. I love them. 
OK. So this is from an adult with CVI. 
AMANDA GRIFFITH ATKINS: Awesome. 
RACHEL G BENNETT: For those who have CVI-- I know we have some adults in the group, I love it. I love it. For those who have CVI, how do you handle better the discrimination and prejudice from society even with family and friends? 
AMANDA GRIFFITH ATKINS: Such a great question. And I would be so curious about this person's answer, too because their answer is going to be different from mine as a parent, right? And I think so much of it is just honest conversations. And it's hard to be a constant advocate. It's hard to constantly be like educating people around me, but trying to do it in a way that's compassionate. 
For example, a family member wanted to bring my other two kids on vacation, not Asher, because Asher is complicated. And it was kind of like, what? That is so bizarre. I instantly and my husband was instantly like, what? You can't exclude him because he's difficult, right? 
And so trying to go back and advocate for him and put our foot down and set boundaries and trying to just have really honest discussions about hey, do you know how that feels, can you see how that looks? We know that you meant well by it, but so much of our work as parents is we are the bridge between our children with disabilities and the rest of the world. I'm not disabled myself, so I can't speak to what it's like to be disabled, but I can speak to some of his experience and bridge it with other people. 
And so I think as parents, we have to be willing to have hard conversations. We have to be willing to advocate for our kid. And I think that's the main thing that we can do is use the fact that is not our lived experience to communicate with other people and kind of advocate on behalf of our kids. 
And I think empowering our kids to advocate for themselves and making sure that even within our home that they're able to have consent, that they're able to use their voice, that we're helping them advocate for themselves so that they can do it in the world too. So I think it's twofold. 
RACHEL G BENNETT: Yeah. Yeah. And I mean, just thinking of those adults with CVI who are learning so much from and what they experience and the constant brick walls they come up against because of ignorance or lack of understanding or assumptions that are made about them. I've heard this from parents. We advocate, we're out there. We're just trying to teach others. And I bet as a person with CVI, having to do that is exhausting to have to do that day in and day out. 
And I think it's OK to rest, right? It's OK to take a break and do what you need to do to-- I mean, even as parents we have seasons where we're really fierce around advocacy. But I think there are times where I just need to be under the blanket, read my book. I need to go back into my safe, comfortable hole for a little while just to refill. 
AMANDA GRIFFITH ATKINS: That is just as essential as the advocacy itself, you know? 
RACHEL G BENNETT: OK. Last question from the pre submitted. So advocating-- oh, wait, before we go to there, there was a question about are there sibling support groups do you know of? 
AMANDA GRIFFITH ATKINS: The only thing I can think of off the top of my head is there's a group in California called We Are Brave Together. Does anybody know that group? And I know it's a nonprofit. And she may have sibling groups. We Are Brave Together. It's for anyone anywhere. They're not even therapeutic, they're just led by participants. But I do think that they have support groups through that for siblings of kids with disabilities. But that is a great idea. I'm a therapist. I could think about it. I have the power. So that's actually not a bad idea. 
RACHEL G BENNETT: No. It's a great idea. Add it to your list maybe. Anyway. Save the world. 
AMANDA GRIFFITH ATKINS: And I mean, even if there's not a group, you could offer to give your child a very cool, supportive child therapist and just a space where they can go every week to talk about it. That's the alternative. 
RACHEL G BENNETT: Oh, yeah. That's a good idea. 
AMANDA GRIFFITH ATKINS: Right. Get them therapy. They're going to need it later, anyway. So why not start now. 
RACHEL G BENNETT: Oh, damn. 
AMANDA GRIFFITH ATKINS: Just jump in. 
RACHEL G BENNETT: That's the truth. OK. So last question here. Advocating in the school system. Let's talk about something else that causes us grief and trauma. Emotions can get triggered and schools just don't get some parents have been in fight or flight for their child their whole life. For many of us, flight isn't the option, right? 
AMANDA GRIFFITH ATKINS: Yes. 
RACHEL G BENNETT: So it's a hard one. 
AMANDA GRIFFITH ATKINS: Well, I'm thinking to that article that Kara Baskin wrote. That might be a good thing to reference, too is like she wrote an article about how to prepare for IEP meetings in a way that's like calm. And her and I kind of collaborated on it. And I mean, the whole point of the article is basically go in with a plan, take care of yourself, do your best, and also you need to know when to put your armor down. 
The hard thing about the school is that-- and I'm always trying remember this-- if I go in and flip out, my kid has to go the next day and still show up. And I'm going to have to talk to them again and try and be a normal person. So I'm constantly trying to straddle that line of being assertive and being an advocate, but also being on their team and being friendly and kind. Because also they're under-resourced, too. It's not like it's them against us, it's the system against all of us, right? 
And so I think it takes extra work. It takes being willing to go in and meet with the teacher. It takes working on your own stuff outside of it so you can come in and be kind of calm and not jump the gun and not be too assertive. I mean, all of those tropes that go, we don't want to be like the crazy parent. We don't want to be verbally abusive to the teacher. We have to keep our head screwed on straight in order to be taken seriously. 
So all the work that you need to do to get to that point, that's what I would encourage you to do. And to go back to, Rachel, what you said earlier about rest. We have to know when to put it down. We have to know when it's like, OK, I've fought a good fight and I need a little bit of a break now. 
RACHEL G BENNETT: Yeah, so you're referencing an article that's in our CVI Now IEP guide. I don't know, something about emotions around IEP advocacy or something like that. 
AMANDA GRIFFITH ATKINS: How you basically prepare and calm yourself and get through it. And I think that all of that could be applied to like anything that you have. 
RACHEL G BENNETT: Thank you for confirming that. Oh, yeah. 
AMANDA GRIFFITH ATKINS: Yeah. 
RACHEL G BENNETT: Kara Baskin. She's one of the writers for CVI Now. She's an incredible writer. She writes for big publications, too. 
AMANDA GRIFFITH ATKINS: She's so cool. 
RACHEL G BENNETT: I know, she's so cool. But I appreciate you contributing to that. And I think the hard thing with the school system is knowing the landscape that we don't even have the full funding. We also can't make anybody do anything, right? And that's the scariest part, you know. And that many of us have to move to system to schools that have the resources, have the systems in place but that shouldn't happen. You shouldn't have to move to get your kid what they need. And it's so infuriating that that's how our world is set up. 
And we have to create these whole different set of skills that other parents don't have to. We have to figure out how to get to a place where we can go in there and have a really calm, collected, informed conversation about our baby who's suffering in this world and can't get what they need. I mean, it's just takes all the energy that I have to do that. And we just have to just name that, right? This isn't normal. Not every family has to do this, and it's not OK. And some of us come up against school teams that just don't want to learn anymore, that aren't curious, that somehow try to prove that our kids are not teachable, which is horrifying. And it's just another form of grief that we have to process. 
I don't know where I'm going with that. I just wanted to put that out there. 
AMANDA GRIFFITH ATKINS: And that's I was thinking as you were talking, too. I was like, that's the grief. That's the grief, right? It's being like, here I am, advocating for my kid to get their basic needs met in school. 
RACHEL G BENNETT: Basic. 
AMANDA GRIFFITH ATKINS: Like here it is. That's the grief, right? 
RACHEL G BENNETT: Yeah. Yeah. 
AMANDA GRIFFITH ATKINS: Totally. 
RACHEL G BENNETT: I'm just going to check if there's anything else coming up. 
AMANDA GRIFFITH ATKINS: And then I can close us out with the grounding. 
RACHEL G BENNETT: I need some grounding. So looks like, yeah, everybody's given a lot of thank you's and a lot of yeses, big yeses. So OK, ground us. 
AMANDA GRIFFITH ATKINS: Yeah. So I would just also say before we get into it, like-- 
RACHEL G BENNETT: Yeah. 
AMANDA GRIFFITH ATKINS: --from here, I don't know how everyone is feeling or how everyone's impacted by kind of digging into this. It might just feel like a talk for an hour of your day, or it might be something that really stirs stuff up. And if you feel like it stirs stuff up, just approach it with compassion, approach it with curiosity. Remember that idea of parenting yourself, being compassionate to yourself, honoring what you're feeling without judgment and being curious about it and trying to draw that meaning from it, right? That's how I want us to be approaching our grief. 
And talk to people who get it. Talk to people who can give you space for your feelings. Those people that say, like, well, other kids have it worse than yours. These are not the people to talk to on a day like today. You want people that can hold space for your emotions. And I mean, it sounds cliche, but your feelings are so valid in this experience and-- 
RACHEL G BENNETT: It's true. 
AMANDA GRIFFITH ATKINS: --in like you're my voice throughout your day reminding you of that. 
RACHEL G BENNETT: Oh yeah. 
AMANDA GRIFFITH ATKINS: So OK, with that, we're going to end with a grounding exercise. And if you're not familiar with a grounding exercise, it's just something to bring your body and mind back to the here and now. We've been in the past. We've been in the future. We've been talking about school. We've kind of been all over the place. And so I want you to remember that you're in this moment here and now, you're safe. Your child-- I don't know if your child is with you, maybe your kid's at school-- but your kid is safe. Everything's OK right in this moment, and you're doing good work by working on yourself this way and considering all of this stuff. 
So I want you to grab something. If there's anything near you, anything. Any item, literally. I'm going to grab my glasses. You can grab anything. Water bottle, great. Any item that's near you and I want you to close your eyes. And I want you to run your hands over your item, and just notice the way that it feels on your fingertips. We don't really do this very often as adults. And just notice is it hot, is it cold. Maybe it's room temperature. And what is the texture of it? Is it soft and squishy like a blanket, or is it hard and metal. Is it slippery. Are there edges to it. As you run your fingers across, just kind of think of some descriptive words. There's no right or wrong way to do this. 
Now I want you to open your eyes and look at your item. And just in your head think about what it looks like. What color is it? Instead of just saying red or blue, think of a really descriptive term. Is it crimson, is it teal? Can you think of a really detailed way to describe the color or the colors in it. 
I'm going to ask you to smell it. Does it smell? Do you notice anything? Does the smell make you think of anything? Maybe it doesn't smell at all. 
And then just bring your awareness back to the room, back to where you are, back to your body. And just notice where you are. You can feel your feet on the ground, you can feel your arms on the chair, on the desk. And here you are. You're safe. You just did like an hour and a half talking about grief, so I'm so proud of you guys. Thank you. Thank you for being here, and I hope this was helpful. You can find me on Instagram. If you have questions, I usually answer my DMs. So anything you need, just let me know. 
RACHEL G BENNETT: Such a gift. Thank you. Thank you both so much. It's been amazing. It's definitely stirred up the feelings, so I'm glad you did that grounding exercise. I love how concrete that grounding exercise is. It isn't like imagine your happy place. 
AMANDA GRIFFITH ATKINS: Oh, my gosh, I know. I can't. Like, literally grab an item and focus on it for two minutes. 
RACHEL G BENNETT: I love that. 
AMANDA GRIFFITH ATKINS: That can slow us down just enough to bring us in. 
RACHEL G BENNETT: Exactly. Like it's hard to-- 
AMANDA GRIFFITH ATKINS: I also wanted to say I always do this at the end of every talk, but I have a directory for parents of kids with disabilities who are looking for therapists for themselves. It's not for your kid, it's for you. So I don't know if most of you are in Massachusetts. I'm guessing most of you are because of the school, is that right? 
RACHEL G BENNETT: No, our community is nationwide, it's global. 
AMANDA GRIFFITH ATKINS: It's nationwide. OK, so cool. Well, the directory, I think we almost have at least one provider in every state at this point and some in Canada. So if you want to go, you can post it after, whatever. It's just like literally me in my office doing this in my spare time, so it's not very fancy. It's basically therapists who have agreed that they're comfortable with working with parents of disabilities. So if you're looking for a therapist, I think it can be a little hard to find someone who gets us sometimes. So feel free to check out the directory and-- 
RACHEL G BENNETT: It's at your website, right? 
AMANDA GRIFFITH ATKINS: It's on my website, yeah. 
RACHEL G BENNETT: And I'll post it in the Facebook group, but also on CVINow.org for acting help. 
AMANDA GRIFFITH ATKINS: So if you need more support with this you can always look there and hopefully find some. 
RACHEL G BENNETT: Thank you. Oh, my goodness. This has been just the best moment in time. 
AMANDA GRIFFITH ATKINS: Thank you. 
RACHEL G BENNETT: You're incredible and so meaningful to so many of us. And I just-- 
AMANDA GRIFFITH ATKINS: Thank you. 
RACHEL G BENNETT: --I think we all just feel just a little more alive because of you and your work, like we can do this. 
AMANDA GRIFFITH ATKINS: I feel that way, too. 
RACHEL G BENNETT: I'm getting emotional just because you've given so much to us. So thanks for being here. 
AMANDA GRIFFITH ATKINS: It means the world to me. And it helps me be more vulnerable. On the days when I'm feeling bad, I'm like, I should post this. And it helps me be vulnerable knowing that there are so many of you guys that can relate and see it and like I'm not alone. So I think that's what we need-- 
RACHEL G BENNETT: No, we're not alone. 
AMANDA GRIFFITH ATKINS: Yeah. To say we're allowed to talk about grief, we're allowed to talk about the hard stuff. So thank you all for being here and being so open to everything, too. 
RACHEL G BENNETT: Thank you. Thank you. Appreciate you so much. For those-- 
Thank you so much for watching this event brought to you by CVI Now here at Perkins School for the Blind go to CVINow.org to learn more. 
