Family Interview

Family member interviewed: Erica Grindinger (self) – Mother
Family member diagnosed with asd: Eli – son
Part 1 Interview Questions: 
1. Tell me about the process of diagnosis.
· When were you first aware that your family member was demonstrating differences?

· I noticed that Eli was not developing according to all the books I had read and according to what everyone had told me. I had him on my 19th birthday and I knew nothing about being a mom or of the “special needs” world. I noticed that Eli didn’t roll over, hold his head up, sit up, and had difficulty eating. At his infant appointments with the pediatrician, I mentioned these things and it was determined that Eli needed a lot of tests. One of those being an MRI to examine his brain. The scan showed that Eli had a condition called Polymicrogyria. This led to a diagnosis of Cerebral Palsy at the age of two. As Eli continued to get a little bigger, I noticed other things that I didn’t know could be explained by the previous diagnosis or not. Eli would cover his ears when we went places (stores, neighbors, sometimes even on walks), he would cry if I tried to leave him with anyone (his father, grandparents, daycare), he did not want anyone to hold him except for me, he would not let you sit him down in the grass, he would not touch certain things (types of food, shaving cream, etc.), and he would gag at certain types of food (mashed potatoes, bananas, pudding, soup, etc.).  These things were very strong by the time Eli turned three.

· How much longer was it before the actual diagnosis?

· Eli was not officially diagnosed with asd until he was seven. On the assessment that the neurologist Eli saw used required a “score” of 85 to suggest an asd diagnosis. Eli scored 83 and 84 before his diagnosis. Eli did not show all the stereotypical symptoms of a child with asd at a young age. He loves social interaction and did ok with eye contact; it was just the understanding of the interaction that he did not understand. As Eli got older, those stereotypical symptoms became stronger, and it “pushed” Eli over the 85 score. He went on to receive his asd diagnosis. I knew that what I needed the most was information and community resources. I knew that with these things I could better support Eli’s needs. 

· What were your initial feelings about the diagnosis?
· The initial feeling was almost relieving. I think that deep down, I knew from the time that Eli was three to four. I already knew that my baby was on the spectrum, and I knew that he was on the more sever end of that spectrum. With autism onto of his already sever polymicrogyria, I knew then, that he was going to be with me forever. I think I was sad in a way and mourned the life that I wished he would have had. NOT because it would be easier for me, but because I knew that his life was going to be hard. (Eli is 18 now and not potty trained, is completely non-verbal, does not have the cognitive ability to understand AAC devices (iPads or PECS).) I hated that he was going to have yet another “label”. 

· How did those feelings change over time?
· Those feelings did not last long. I knew that it was up to me to go to bat for him because he was unable to do it for himself. I was going to give him the best chance to be successful at everything he was going to do! I started studying and learning all I could about autism. The number of doors that opened for Eli because of his new “label” was life changing. He was able to have access to so many more opportunities with an actual autism diagnosis than he did before, even though his symptoms were still the same at that point. I realized that autism was just different, and different is beautiful. 
2. Could you discuss the impact that having a family member with autism had on your family?
· I don’t know if it was just the asd diagnosis but the overall world of having a child that was “special”. It caused a lot of growth, some good, some not as good (or still good but in difficult ways). For example, I had to grow up fast. I was 19 with a baby that required A LOT of attention. That was not changing. I couldn’t get babysitters or childcare like typical parents. Eli’s father was military, and I was away from my family when he was a young child. When Eli was four, his sister came to join us. When Eli was six, his brother joined the family. At this point, I had three babies in diapers at the same time. It was a lot. I realized that I had a lot of feelings of being in a marriage where I was doing it on my own even though I had a spouse. I was letting my health take a back burner to everything else that was going on in day-to-day life. Eli’s father and I divorced. We just went through guardianship due to Eli turning 18. Not all of this was because of autism, but I think that because of the autism, I grew and discovered a lot about myself. That was good. It was like taking a scenic route to a vacation, it takes longer to get there but you eventually arrive at the same destination. 
· It also made an impact on my children. As they have gotten older, I have noticed it more. Not that it happens more, just that I am more aware of it. Maybe because of my career choice and learning I have done on the subject. However, I see the impact it has had. I have had to miss things for them because of their brother, that other children didn’t have to experience. For example, there have been multiple times I have missed cheering on a soccer or football game from the sideline because it was too much for Eli to handle and I had to sit in the car with him. My other children have missed out on attending big school events (school carnivals, trunk-or-treat, etc.) because it was too much for their brother. Looking back, it makes me sad, I wish I had known more then and could have done things differently. My kids love their brother and say that they have a unique life because not everyone gets to live and understand a special family member, but I know that there have been times they have wondered what life would have looked like if their brother had not had autism. 

3. What aspects do you wish the school system (including teachers and principals) might better comprehend about your child, family, and the experiences you've gone through?

· I think that Eli got lucky with an amazing elementary teacher. She is the reason I decided to get my degree in education. She made me see things differently when it came to things like Eli spending time with his general education peers. I don’t think I would have had the school comprehend anything about Eli differently, but probably comprehend about my family differently. My other children attended the same school as Eli. When Eli’s sister went through grade school, she was “Eli’s sister”. She was a sweet, compassionate, and understanding individual. She was always willing to help. However, when there was a student that came in that required a peer partner or assistance, she was always the one that was chosen, even if she didn’t volunteer. She never said she didn’t want to, but I also know that is the life she lived at home, and I wanted her to not have to do it at school as well. Just because she understood special needs and autism, did not mean that she should have been the only student who got to help these friends. Everyone needed the chance and opportunity to work with these friends and to understand them and their world. I wish the school would have understood that and had given her more voice in the matter. 

4. How has your family's daily routine and dynamics evolved since the diagnosis, and are there any strategies or resources you've found particularly helpful in supporting both your child with autism and the entire family?

· Daily routines became more concrete and planned out. We started to do the same things in the same order, every day. Dinner, bath, clean up, book, brush teeth, bed. Those type of routines. Our weekly routine changed with adding in different therapies and appointments to the calendar. Prior to diagnosis, I did not plan our days out as much. If we wanted to go to the store, we went. If I wanted to change the time of dinner, I did. I didn’t know then that those things confused him and caused him anxiety. After creating a schedule that Eli quickly learned, it caused a decrease in his behaviors.
· We labeled most items in the house with pictures and words.
· I think it was a lot of trial and error until we found what worked for Eli and our family. It will not be the same for all families. 

Part II: REFLECTION
1. &     2.     Summarize the findings of your interview in terms of your reading for this section. Compare the experiences of the family you interviewed with the experiences noted in program resources, your text, as well as from your own experience.

· Eli is a Caucasian male. He was diagnosed with asd at age seven. Four years after parents noticed concerns. Diagnosed with Cerebral Palsy at age two. Like most experiences from the reading, Eli’s diagnosis came years after the concerns. Also, like the reading, mom stated that needing information and community resources at the time of diagnosis was one of the most needed things. Mom also mentioned the struggle of childcare. The text mentioned parents of children with cerebral palsy mentioned struggles with respite care being high on their list of needs. 
· All of the experiences from the interview are mine. 

· As a mother of a child with autism, the experience is deeply personal and multi-faceted. The day-to-day journey involves navigating behavioral challenges, communication barriers, and ensuring her child has access to the right interventions. The emphasized the importance of consistency and routine, which are crucial for my child's sense of security.I also discussed the emotional toll it takes, balancing Eli’s needs with family dynamics. The biggest challenge has been advocating for services that meet his specific needs, often facing systemic barriers. The interview and course readings both highlight the central role of families, especially parents, in the intervention process for children with autism. The course materials emphasize the importance of early, evidence-based interventions, while my experience, (mother’s experience) brings these concepts to life, showing the real-world impact of these strategies. Access to services and the emotional complexity of receiving and managing a diagnosis were recurring themes that connected my experiences with the course reading for this module. 


3.     Reflect on how understanding the perspective of parents/families will affect your practices as an educator. (Note: If you are not an education professional, reflect upon how this added perspective would influence your practices if you were.)
· I love the unique perspective that I get to have as both a parent and an educator. I have sat on both sides of an IEP table. I always hated when someone told me “I understand” when Eli was little. Even if they meant well, they didn’t understand. Unless you have had to leave your cart full of items in the middle of the store because you child has went into meltdown mode because of sensory overload, if you haven’t had to think about plans for what happens to your child when you are no longer around, if you haven’t had to already purchase your child’s burial plot so it isn’t a burden on your other children later in life, then you don’t understand. I used to sit around an IEP table and dread it. I didn’t want to just sit for an hour or so and listen to people talk about my child being slow and what he couldn’t do. I already knew he was delayed. Now, I get to tell parents that I truly understand how they are feeling. I get to tell parents about the things their child CAN do. I get to be the teacher that I wanted Eli to have, and he got once we moved to Kansas. I hope that it brings a different comfort to parents and a different perspective to the table as an special education teacher.

Part III: Resources
My first source that I would like to share is a book. Turn Autism Around: An Action Guide for Parents of Young Children with Early Signs of Autism by Mary Lynch Barbera. This book is a good resource for families and caregivers of young children that are experiencing delays or that you may suspect might be on the spectrum. This book calls attention to the fact that parents can make a huge impact on their child through behavioral practices taught at home. Developmental delays and signs of autism typically show up before 18 months of age, yet children are often not diagnosed until they are 4 or 5 years old. Dr. Barbera uses the science of Applied Behavior Analysis (ABA) married with a positive, child-friendly methodology that she claims any parent can use, to learn to teach communication skills, socialization strategies, as well as tackle sleep, eating, potty training, and behavior challenges in a positive, effective, and lasting way. Not everyone will like the strategy in the book. People have different feeling on ABA therapy and with every child being different, the practices and outcomes for everyone will vary to some degree.
https://www.amazon.com/Turn-Autism-Around-Parents-Children/dp/1401961479#customerReviewsLinks to an external site.
The second resource that I am sharing is a website. The Child Mind Institute. This website has something for everyone. It has sections for caregivers, guardians, educators, medical professionals, and more. The source that I am going to link is called, The Complete Guide. This covers questions such as, "what is autism?", to discussing wandering in children with asd, behaviors in asd, and sensory topics. This is a resource that is very full and complex.  It gives you the ability to select links for popular topics to gather more information. The website also offers the autism guide in Spanish. The website has few cons to the eye but as always, there are going to be individuals that do not like it. 
https://childmind.org/guide/parents-guide-to-autism/Links to an external site.
 My third resource is a video. It is over the requirement of the time limit but the message about communication from someone with asd is great. It is 8 minutes long and is not quite in the 5 “ish” range. That is the only con I can see to the video. I am going to submit it anyway in the hopes that the message outweighs the extra couple minutes. (I also do not know if it is two or three resource requirements).  This ted talk video describes how a person with asd views communication and how they communicate. It gives ideas for how one could be a more effective communicator and add clarity to situations. Having a different perspective from the communication aspect and from the view of a person with asd is a good resource for anyone. I think this would be beneficial to families, educators, and even students to help them better understand their classmates or school members who might have a different communication style. 
https://www.youtube.com/watch?v=79HMPQj55yc&t= 143s 


