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This webinar will highlight:

v’ The challenges and rewards of being a special needs sibling

v’ Strategies and resources for sibling support
v And self-care tips and tricks for special needs siblings
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The Life of a Special
Needs Sibling




Friendly reminders

® Thank you so much for tuning into this
presentation!

® My name is Courtney List, and I’m 23 years old
from Pittsburgh, PA.
My younger sister, Danielle (Dee) has CDG PMM2.
I am excited to share my role and experiences as
a special needs sibling with you all.




Hi, I’'m courtney!

® Dee will turn 21 this November, and it has been
almost 20 years since we received her diagnosis.

© It was a diagnosis that took 11 months to
receive.

e My mom was put on bed rest at 16 weeks.

o Our day out consisted of traveling
together to weekly sonograms.

e At 36 weeks, mom was induced, and Dee was born
at 4 lbs. 10 oz. She came home 2 days after
delivery.




Dee’s medical history

® Dee struggled with feeding and was admitted to
the hospital for failure to thrive at 6 months
old.
Danielle began in-home therapy.
Dee’s diagnosis came in 2001, and the doctor
told us to, “Let Danielle be the guide.”

® We continue to live by these words!
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DEE’S MEDICAL HISTORY

® As many other CDG families experience, we manage
medical issues as they have arise.

® Dee has had 3 stroke-like episodes & a seizure-
like episode.

® Dee stabilized around age 6 and wanted to be
like other kids.

e I started volunteering for all of her
activities, and she cheered me on at all of my
sporting events.

e T wanted to be present for everything Dee did,
and I have always motivated and challenged her.




FAQS

¢ What’s it like having a sister with CDG PMM2?

o It is a lot like being a caregiver. I am
very involved in her 1life, and I would do
absolutely anything for her.

o There are many aspects of my life that are
“different,” but feel normal to me.

® How has being a special needs sibling impacted
your life?

o I have matured at a much faster pace than
my peers.




FAQS

© Did you feel as if you had to do more household chores
and had to help meet your sibling’s medical or personal
needs?

O Yes, I have always had more responsibilities. It
was frustrating that there were expectations for me
to help around the house and none for Dee.

© I am very involved in Dee’s medical and personal
needs. Dee and I are very close so she comes to me
for emotional support.

e How have you handled the stressors and bumps in the
road you face as a special needs sibling?

© I have found stress relief in sports, working out
and going to church.

0 It is important to have “me” time, hobbies & an
identity in addition to your role as a special
needs sibling.




FAQS

e Did you feel like you had less
opportunities for free time or your

hobbies?

o No, my parents supported all of my
activities. Dee stabilized around the age
that I started playing sports, so it was
easier for my parents to take her to my games
and practices.

e Did you ever feel like you were not
given enough attention compared to your
sibling?

o No because my parents did a great job of
giving equal attention. 1-on-1 outings with
my parents helped, as well.

o Dee’s therapy sessions were our “play” time,
and I was always included.




FAQS

® Did you ever have to miss going out with friends
due to sibling needs?

O Of course! It has never bothered me because
I have always wanted to be there for Dee.

® Were you ever angry or frustrated with being the
sibling of someone with special needs, or were
you frustrated for your sibling?

O When Danielle 1is not pushed to be
independent or to have responsibilities
around the house, I have gotten frustrated.

© I have been frustrated for Dee when people
stare or make comments. When people talk
around her, rather than to her, it also
bothers me.




FAQS

e How did you handle your emotions? Who were you
able to talk to or seek guidance from?
0 I have always felt comfortable talking to
my parents.
© I would love to join a sibling support
group and see a therapist who specializes
in sibling support.
® Do you have suggestions for siblings who are
just learning about the diagnosis?
O Let your sibling be the guide. Do not go
to Google.
© Stay involved to your comfort level and
remain positive.
O Focus on your sibling’s potential and be
optimistic.




FAQS

® Do you feel as if you had to grow up faster than
you should have? How did that impact who you are
and the choices you made?

o Yes, I had to grow up faster than I should
have. This used to bother me, and I wanted
to be a “normal” kid.

o Ultimately, I do not regret my maturity.
Dee has made me into the person I am
today, and I am so grateful for that.




FAQS

® Do you feel like you are well informed regarding your
siblings’ medical needs? Do you feel as if that
information was shared with you too early in life?

(@)

I do! Nothing was ever hidden from me, so it has
always felt normal. I am happy that I was always
knowledgeable of Dee’s diagnosis.

My parents put together an excel sheet where we
track Dee’s medical history, specialists,
medications and appointments to help keep me 1in
the know. They also include me on all emails
pertaining to Danielle.

® Do you have any guilt about being capable of doing things
your sibling cannot?

@)

@)

When Dee 1is sick or facing a hardship, I feel
guilty and want to assume all of her pain.

I also feel guilty when I travel or doing things
without her because I know how much Danielle
would love to be 1included.




FAQS

How did you explain to your friends about
your siblings’ condition? Were your friends
willing to include your sibling?

o I have always been very open about Dee’s
diagnosis. My good friends have always
been inclusive of Dee.

O My friends love Dee and interact with her
well. They text each other and send
snapchats often.

Did having a sibling with special needs
impact what character traits you looked for
in your friends and/ or partner?

O Absolutely! I look for friends who will
accept Dee and I as we are.

© Dating as a special needs sibling can be
difficult, but it is important to me that
I find someone who will love and support
Dee, as well.




FAQS

® Did you ever have to confront people in public for stares
or comments about your sibling? If so, how did you handle

1t?
o

° What

I am very protective of Dee, and the stares
and mean comments have always sent me into a
rage.

I wish I handled these situations better, but
it can be difficult to educate people 1in a
public setting. Dee does not like discussing
her diagnosis.

makes your bond with your sibling so special?

We love each other, not because of CDG, but
because we see each other for who we are. She
inspires me daily, and I know she looks up to me.
We love getting coffee, going to Target,

listening to music and having sister secret time
over ice cream.




FAQS

e Do you worry about long-term care for your
sibling? How have you discussed that with

your parents and/ or sibling?

o Yes, I worry about long-term care often. We have been
working closely with a social worker the last 2 years
to start preparing for next steps.

o If it were up to Dee, she would already be living
with me.

e Have you been genetically tested to know 1if
you are a carrier? If so, how has that

knowledge impacted you?

o Yes, I was tested through the Natural History study
and found out I was a carrier.

o It has been an emotional journey. I wanted to get
tested and am ultimately glad that I am prepared, but
part of me wishes I waited to know until I was ready
to have children.




FAQS

e What do you think your parents have done well
for both you and your sibling? Alternatively,
what do you wish your parents would have done
differently to support you and your sibling?

o My parents have gone above and beyond to
give us “normal” opportunities.

o We have struggled at times to push Dee to
be more independent. It is something we
have made improvements on and continue to
work towards.




FAQS

e What are some things your parents did to
encourage you to interact or bond with your
sister?

(@)

Being involved in Dee’s therapy at an
early age was very beneficial to me.
Nothing was ever hidden from me about
Danielle’s medical needs, so things always
felt normal to me.

I assumed the role of “protector” and
“helper” early on through these therapy
sessions which strengthened our bond.

My parents did not force me to be involved
in Dee’s life. It was always a choice.




Have any Questions??

Contact Info:
Courtney List

Courtney.List3@gmail.com

“The Only Disability In Life Is A Bad Attitude.”


mailto:Courtney.List3@gmail.com

Guide to Sibling Resources

Sibling Support Project — https://siblingsupport.org

Rare Siblings Project — http://raresiblingsproject.org

VIP Siblings - SLC6A1 Connect — https://slcéalconnect.org/vip-siblings/

The project | Share4Rare — https://www.sharedrare.org/project-share4rare

Ten Takeaways for Raising Rare Siblings - Rare Mamas by Nikki McIntosh



https://siblingsupport.org/
https://siblingsupport.org/
http://raresiblingsproject.org/
https://slc6a1connect.org/vip-siblings/
https://slc6a1connect.org/vip-siblings/
https://www.share4rare.org/project-share4rare
https://www.share4rare.org/project-share4rare
https://raremamas.com/ten-takeaways-for-raising-rare-siblings/

Additional Resources, Webinars & Articles

* Webinar — NORD: The Rare Sibling Experience... https://youtu.be/Mzk03GiwCOU
* Webinar - Global Genes: Support & Care for Siblings of Kids with Rare Diseases - https://youtu.be/hglnjZQcrP8

* Courageous Parents Network — Rare Disease in Children: Voices of the Siblings... https://youtu.be/BcJRMs mh-M

 American Academy of Pediatrics - Siblings of Children with Chronic llinesses or Disabilities - HealthyChildren.org

* Tips for taking care of young caregivers. Let’s help those who help. | Share4Rare

* The role of Pediatric Palliative Care Units is key to give visibility to siblings of sick children inside the family | Share4Rare

* Hello, I'm a sibling and I’'m here too! | Cure Rare Disease

* What About Me? Caring for Siblings (cslbehring.com)

» Angels Ponce: «lIt never ceases to amaze me how children actually see illness and disability as natural things» |
Share4Rare

* What is it like to have a sibling with a rare disease? | Share4Rare

e Rare Sibling Story - Ultragenyx (ultrarareadvocacy.com)



https://youtu.be/Mzk03GiwCOU
https://youtu.be/hg1njZQcrP8
https://youtu.be/BcJRMs_mh-M
https://www.healthychildren.org/English/health-issues/conditions/chronic/Pages/Siblings-of-Children-with-Chronic-Ilnesses.aspx
https://www.share4rare.org/news/tips-taking-care-young-caregivers-lets-help-those-who-help
https://www.share4rare.org/news/role-pediatric-palliative-care-units-key-give-visibility-siblings-sick-children-inside-family
https://www.cureraredisease.org/blog-posts/hello-im-a-sibling-and-im-here-too
https://www.cslbehring.com/vita/2018/what-about-me-caring-for-siblings-0604
https://www.share4rare.org/news/angels-ponce-it-never-ceases-amaze-me-how-children-actually-see-illness-and-disability-natural
https://www.share4rare.org/news/what-it-have-sibling-rare-disease
https://ultrarareadvocacy.com/patient-story/marah/
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THANK YOU
FOR JOINING US!

www.cdgcare.org
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