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Hello, welcome everyone to this co-sponsored special event between our Oregon Family to Family Health Information Center and the Institute on Development and Disability Autism Program and the University Center for Excellence in Developmental Disabilities program. My name is Alicia Riddle.
We're here today because as parents of children who have developmental differences or delays, we have learned that the regular parenting advice out there doesn't always work for us. So that is why we are here teaming up with these awesome clinicians who are going to talk to us about ways to support siblings of children with disabilities.
Please select your language now. If you need another language such as Spanish, then click Spanish. If you're going to be listening in English, please listen and click English.
I'm very excited to introduce our speaker today. Her name is Tara Rutter and she is a pediatric psychologist at the Child Development and Rehabilitation Center, specializing in the assessment and treatment of children and teenagers with neurodevelopmental disorders, particularly autism and ADHD. She enjoys working with families from diverse backgrounds and believes that patients are the best experts on themselves. She also practices affirming care, celebrating each individual's strengths.
[Tara Rutter, PhD]
Thank you so much for that introduction. I very much appreciate it. Today I will be talking about ways that we can support siblings of children with special health care needs.
And here is our agenda for today. I will briefly review what it is to be a sibling. What are the unique experiences of being a sibling and particularly being a sibling of a child with special health care needs? We will discuss both the positive impacts and challenges faced as a sibling. The bulk of today will be talking about practical tips for supports. I would like for you all to leave here with ideas to help support siblings of youth with special health care needs.
As a heads up, we will have two surveys at the end of today. We would encourage you to complete them both as they help inform future programming.
As a reminder, we will stop recording after our practical ideas discussion and we will have a group discussion. From there, we will outline resources and we will all pool for resources from this group as well.
Great, so a little bit of background about who I am. My name is Dr. Tara Rutter. I'm a licensed psychologist in the OHSU Child Development Clinic, and I am a sibling myself.
I am here to provide you a broad overview of supports and considerations for siblings of youth with special healthcare needs. I do wanna give an outline that this is for general informational purposes only. This is not a therapeutic nor a medical relationship, nor is this therapeutic service. I cannot provide any specific advice to you and your family as part of today, but more so, we will be talking about general considerations and practical tips.
And we do want to reach a big audience as part of this lecture. And so with that, we are recording portions of this information today so that other folks out there in the community could watch at any time. We will not be recording our breakout discussions.
So for privacy purposes, you may consider using a fake name today in your Zoom. And in terms of kind of identifying information, you may consider not sharing any identifying information about your child or a sibling during our recordings today. Sharing your own personal experience is not required to participate in this.
And this event is really here for practical information. Again, we are not providing medical nor therapeutic advice.
So by attending this activity, you are understanding that if you do decide to share information about yourself or your family or a specific disability or disorder, that that information is kept private and confidential by OHSU family to family staff unless you direct or authorize OHSU staff to disclose that information. However, the other folks that are here today in this meeting are not required by HIPAA law to keep your information private and could potentially share or disclose information to others outside of this group.
So in terms of sharing information, we always like to let folks know that sharing personal experience in your information or information about your family is certainly not required to participate in this.
So with this, let's talk about the sibling experience.
Being a sibling is a unique experience on its own. Unlike friendships, siblings do not choose each other, and that means that they must learn to navigate close proximity, attention, shared resources, and that's whether or not they get along.
And so because siblings know each other's quirks and histories and vulnerabilities, their relationships often feature both a mix of affection and rivalry.
And we can think about relationships in a lot of different ways, but one approach is thinking about hierarchical relationships versus vertical structures of relationships. And so I'm going to talk a little bit about that first.
So in terms of a vertical relationship, that would be more so hierarchical. One person holds a higher status or authority or power or wisdom. And that is very often the parent-child relationship. We think about the parent-child relationship being a hierarchical or vertical structure of a relationship.
And those dynamics are characterized by guidance, protection, teaching, control, and the person that has that authority or the caretaker intervenes or directs or praises or guides the child. And this is really essential for survival and safety.
Children rely on their caregivers for basic needs and life lessons, whereas a horizontal relationship is one in which somebody is a peer or a co-equal. These are sibling relationships, so it's peer-based. The structure involves a relatively equal distribution of status and power, and it's characterized by reciprocity, collaboration, mutuality, and This can act as a training ground for the real world, so siblings learn how to negotiate, how to handle conflict, how to share, how to compete, and how to show empathy with equals with their peers.
Another good example of the difference between a vertical and a horizontal relationship is the difference between you and your boss and you and your colleagues.
Siblings of youth with special health care needs can sometimes blur the vertical and horizontal structure and distinction. With that, that might look like acting like caregivers, informal service coordinators, legal advocates, or protectors of their sibling with special health care needs. And there are benefits to that, and there are unique challenges around that.
So we'll be talking a little bit about that today.
This leads me to why exactly this topic is so important. The sibling relationship is often the longest relationship of someone's life. And for folks that are siblings themselves, when you think about your sibling, your connection to your childhood is also with your connection to your sibling. So there are many positive impacts and challenges faced as a sibling. 
Today, we'll be talking about supporting siblings from early childhood until late adolescence. We'll start with those childhood years and move into the adolescent years.
There's been a lot of research on caregiver and parent well-being for youth with special health care needs and actually less of a focus on siblings. But we do know that family members can influence each other in a reciprocal and ongoing way. And if we know that siblings are known to have the longest lasting and most influential relationships with their loved ones, that is an important topic for research to continue to examine.
Existing research shows that growing up with a sibling who has a chronic illness or disability or neurodevelopmental difference brings both unique personal growth as well as psychosocial challenges. But it is a small sliver compared to other existing research out there investigating the parent-child relationship or maternal well-being or parental well-being in general.
However, some of the research does suggest that there can be positive impacts for siblings in their childhood years. And thinking about kind of the childhood through adolescent phase as being a huge learning curve for folks. So through being a sibling of a youth with special health care needs, these youth can gain kindness and empathy. They can learn what it is to provide an inclusive environment. They learn skills such as being flexible and being exposed to different environments and experiences than neurotypical peers. They can also learn how to advocate for others. And for many youth that are siblings, it can help them identify a purpose in life too.
Actually, researchers have examined data from a longitudinal study of twins, which included over 1,500 families of twins that were born in the early 2000s and families where one of the twins had a disability and the other was considered neurotypical were identified. The typically developing twin siblings of children with disabilities were compared to about 400 or so typically developing twin siblings from the rest of the sample.
And so these researchers looked at aspects of cognitive and emotional empathy and prosociality compared to the typically developing twin siblings. And so with that, the data showed that those siblings who had a twin with a disability scored higher than the neurotypical twins who did not in terms of cognitive empathy.
So we think about potential advantages of cognitive empathy to be able to understand siblings with disabilities and to support the sibling relationship. We will talk more at length about all the different aspects that can be a benefit or a positive impact of being a sibling. But we will talk about that in a bit.
There are also challenges faced in childhood related to having a sibling with a difference. And so one of the big identified challenges that has been discussed out there in research and on the internet has been kind of this blurred role in the family unit. So navigating that hierarchical versus horizontal relationship. Sometimes having to take on more of that vertical role at times.
And again, you can see here that you have that initial kind of vertical role of the parent and the child. And then in the middle, you see that vertical relationship. those peers, those sibling co-equals. And then it might more look a little bendy here where at times it might feel a little bit equal and sometimes it might feel more of a vertical relationship at times for that sibling.
With that, there can be mixed emotions for the sibling. That might be feelings that they need to protect or defend their family unit from others, or potentially feeling isolated in their experience as a sibling, or potentially feeling a potential burden of guilt even for being neurotypical compared to their sibling.
Similarly, having to navigate questions or rude comments from folks out there in the world, from the public or from people at school can be a very challenging thing for siblings to navigate.
And in the home setting, navigating different rules in the family. So who gets more screen time, who does and doesn't have to eat their vegetables at dinner or preferential seating can be a challenging thing for siblings to face.
And accommodations, while important for getting by in the day-to-day, can sometimes feel constraining for siblings. So having to leave places early at times or if there may be sensory sensitivities that are interfering with being able to complete activities, that can be constraining at times as well.
And all feelings are completely okay as part of this.
In adolescence, there is a unique kind of term that is used. It's called the sandwich generation. So we think about for siblings, they may have expectations of taking care of their sibling with special health care needs, but then they also may wonder about, will I need to also take care of my parents or caregivers as they approach elderly kind of age, as they approach their elderly age years.
And so thinking about that dual role of taking care of a sibling and my own children, even potentially, and potentially my parents or caregivers as well.
There's a steep learning curve for navigating systems of care for a sibling with special health care needs. And so that can increase as that sibling enters adulthood. 
Similarly, in adolescence and beyond, questions around dating and relationships pop up. Questions such as, will the person I'm dating be accepting of my sibling? Do I want to have children if I'm helping care for my own sibling?
Questions around careers can also be impacted. So decision making regarding someone's own career or education path, like do I go out of state or do I stay close by to my sibling to help out?
Other questions can pop up from the medical perspective too, such as do I have any genetic risks that confer likelihood for neurodevelopmental or other differences? Do I want to consider that as part of my own family planning?
So lots of questions can pop up in that adolescent and adult time point. However, there are many practical strategies that are available to help support siblings from early childhood to adolescence and beyond. So we are going to talk through those.
We'll start first with discussing a sibling's diagnosis.
Talking to a typically developing or neurotypical sibling about their sibling's special healthcare needs in a developmentally appropriate way can make a big difference in understanding.
In the preschool years, that can be simple phrasing, very concrete explanations that focus on observable actions rather than clinical labels might help children make sense of the daily routines or the day-to-day without fear or confusion. 
So for younger children, straightforward ideas like your brother's brain works a little different. and that's why loud noises are hard for him might be really helpful. Providing reassurance at that age that you love all of your children just equally can also be very helpful.
Within middle childhood, you might start to get a lot of questions about why. Why? And with that, Naming the diagnosis directly, tying it to behaviors that they are noticing can also be really helpful.
For example, your sibling might not be able to answer right away because they have autism. Their brain is busy processing something else right now.
You can also validate mixed emotions, like letting siblings express their frustration or sadness or joy or confusion without judgment, and you can help normalize that experience.
As adolescents, those conversations switch to a lot of social dynamics questions or considerations or systemic challenges and understanding the broader spectrum of differences. So we think about teenagers caring deeply about peer perception.
And with that, you can acknowledge feelings of embarrassment around, for example, a sibling's outbursts openly and without shame. You can involve them as partners in that process.
Sharing more context about therapy goals or family scheduling choices or long-term considerations can help an adolescent feel included rather than sidelined. And with that, you can also emphasize that their primary role is to simply be a sibling. Open-ended questions can be really helpful as They are, as a sibling, is navigating their sibling's diagnosis.
So we encourage folks to keep the conversations going. It is almost never just a one-time review of a sibling's diagnosis. We will talk at length about guidance on how to respond to others as well.
Special one-on-one time with a sibling can help strengthen your connection as a family member. Special one-on-one time with your child builds emotional security and it can also help reduce behavioral challenges. Undivided attention helps children feel uniquely seen and valued and with those regular predictable moments of closeness, children will generally be more cooperative. It also kind of eases that sibling rivalry or sibling competition for parent attention and focus.
And so the core tips around special one-on-one time are to aim for about 10 to 15 minutes of fully focused, uninterrupted time. Well, about once a day or so. And letting the child lead the activity or game.
It's a sibling-led activity. It doesn't have to cost anything.
So walking around the neighborhood could be a special one-on-one time activity. Swinging on the park swings with them, baking, crafting together, playing a card game, singing or doing karaoke with them, playing Mad Libs, Reading stories. The goal is to be present and it allows an opportunity for the sibling to shine.
And as a parent or as a caregiver, you may be challenged with meeting a child's many needs. And so with that, you might be challenged further if the notion is that Every child must be treated equally. And so the notion of equal for each child can often feel or be unrealistic when special health care needs are part of the picture. Children are also not the same. They have differences.
And so the question is how to put FAIR into practice among siblings. Siblings have rivalries. And so those rivalries can exaggerate or become especially complex at times. So the child with special health care needs might feel like they are under a microscope. They might feel overwhelmed or scared or frustrated or anxious about what's going on. And the extra tension might be positive or negative, but it is a tension.
And the child without special healthcare needs might feel left out or unseen, or that so much is expected of them, which in turn can cause anger or jealousy or anxiety or self-blame. And so outlining and making the family rules really clear can be especially helpful.
So having open discussions about when and why things aren't fair sometimes can be very beneficial.
So the rules might be different for a child with special health care needs. There also might be financial considerations related to that care. And so having developmentally appropriate go-to answers can be really useful.
Similarly, we want to also talk about family safety planning. So talking with a sibling about methods to keep themselves and their belongings safe. easy to remember, simply outlined plans.
So that way, for example, if a sibling has a very special toy that they love and their special healthcare needs sibling really wants that toy and will have a behavioral outburst, for example, if that's taken away, having a specific plan in place with that sibling can be really useful.
And I have gone a little too far. Let me go back. There we go. OK.
[bookmark: _Int_7zL32JRJ]And kids are curious. People are curious by nature. And that can be really difficult for a sibling to have a go-to answer for folks out there in the world about their sibling. And so finding ways to have go-to answers, discussing that as a family can also be really beneficial.
Having a few ready-to-use scripts can help siblings feel in control. It can protect family privacy, and it can prevent awkward moments. And the level of detail and approach depends on how much feels okay to share.
So it might be something short and simple for casual acquaintances like, well, he has autism, which means that his brain just works a little differently than ours. Or it might be she uses a wheelchair because her muscles don't work the same way yours do. It might be the mind your business technique for rude or invasive questions like every kid is unique. That's just how she is. Or I know you're curious, but that's private information. It might be the distraction and pivot approach to really change a subject quickly, like, well, that's just part of how his brain works. Oh, look what he's building over there.
Or it might be the peer-to-peer approach for school peers and friends, like, well, he has a disability that makes talking hard, but he communicates on his iPad. Or she has high sensory needs, so sometimes she needs a quiet space to calm down. Again, kids are curious and it can be really helpful to have a plan in place for the sibling with these go-to answers.
You can also consider including a sibling in therapeutic activities like therapeutic services. such as speech or occupational therapy, that can also help strengthen the bond and model behavior. Sibling mediated interventions have also shown benefits.
With that too, that is ultimately up to the sibling. So providing that choice for the sibling of being involved in those interventions or not can also provide autonomy.
There are also flex funds for activities that can include both or all siblings in therapeutic or community based activities such as swimming lessons. That is something to inquire about with your local, for example, parks and rec.
It can be very helpful to model and provide hoping strategies. Being a sibling again is a unique experience and so normalizing all the emotions that come with that can be really helpful. Having space to communicate emotions is a good first step. Normalizing both positive and negative feelings is part of being human too.
So with that There are lots of different approaches to coping strategies. That might be something like learning how to do box breathing or taking a deep breath by smelling the flower and then blowing the pinwheel. That might be looking to apps such as Virtual Hope Box to learn really helpful coping techniques. That might be incorporating mindfulness strategies. Finding five things you can see, four things you can smell, one thing you can taste, things like that. There are lots of coping approaches to big emotions.
You can also support siblings by letting them know they are not alone in this experience, meeting other folks whose families might look like yours. can provide a sense of community.
So attending disability specific events as a whole family can be helpful. The Autism Society of Oregon calendar does a great job of promoting sibling shops when they are happening and family events as well.
There is also a camp guide list, including family camps and summer camps that OHSU provides, including Autism Rocks, Camp Good Times, Camp Cory, Northwest Kidney Kids Family Camp.
There are many disability or special health care needs specific camps that you all can look into.
Connecting with other siblings or others with shared backgrounds can provide a shared experience for siblings so that they are not alone.
With that, modeling what it is like to be an advocate can be a lifelong benefit and skill for siblings.
Providing open discussions about expectations as siblings get older can be really helpful too. So it might include advocacy around, I know how to change my siblings medical equipment.
With that, it can also be, hey, here are the policies around this disorder or this diagnosis. Here are the ways that that can impact people.
Providing education around local policy or statewide policy or national policy can be very helpful for siblings too. With that, there are many advocacy and support organizations that are unique for the sibling experience.
The Sibling Leadership Network is a national nonprofit that provides information and tools and a community network to help siblings advocate effectively.
With that too, I also think about siblings as that protective advocate factor. So that unique experience of being a sibling can open up the possibility of disclosure or communication with their sibling with special healthcare needs that might not otherwise occur because it might be the case that the neurotypical sibling is the safe person to discuss topics with.
So there are many avenues and paths to being an effective advocate, finding purpose. It might be that the sibling is the other sibling's safe person. It might be that they are advocating at a statewide or local level or national level even. Or it might be offering a unique perspective. and peer support for others with other siblings who have special health care needs.
The Arc also offers resources, community action opportunities, and guidance for siblings of individuals with intellectual and developmental differences.
The Sibling Support Project is also a national program that's dedicated to the unique concerns and peer support needs of brothers and sisters across the lifespan.
[End of transcript]







