A

ANGEL AID

=
Y

,eraéée

Caring for th
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INTRODUCTION Cristol O'Loughlin

i

Caring for the Caregivers

. . “Sharethe Vi eo!
Cristol Barrett O’'Loughlin angelaideares.org/tedx
Founder & CEO, ANGEL AID CARES -

Note: Each suggestion in this presentation is backed by evidence-based research, but these are
recommendations only and may need to be modified to work best for your specific medical situation. Any
products, medical or otherwise mentioned or shared as part of this presentation should be vetted by your
medical team. We may offer or recommend products for sale, but this education is not predicated on their
purchase. This is not medical advice and all steps you take should be reviewed with your medical provider

to ensure they are appropriate and safe for you and/or your patient.

AngelAidCares.org



AGENDA

Grin and Barrett: A Rare Love Story

1st tool for Sustainable Self-Care
s Breath

Caregiver CTSD

2nd tool for Sustainable Self-Care

= Rainbow

5 More Tools for Sensory Self-Care: In
Micro-Moments A Day

= Daily Rituals ~ Taste, Touch,
Sound, Smell & Sight

5 min Q&A




My parents are the ctrongest people I know.

Richard & Phyllis Barrett circa 1964 Five kide: Richard Adam, Jared, Randy, David, Cristsl




They did their very best with the resources and options available.

[D/varcea{ in 1925]




[he boye were alwaye together.

Randy [,barcea/ away at 12)
David (,bm'cea/ away at 1 5)
Jored (pasced away at 19)







“Cuffering cows the
ceeds of Empathy.”
-Cristol Barrett
Oloughlin

ANGEL AID




“The only thing a hvman being can loce in life ic a dream. You don't lose the
past, only the future...the dream, fantasy, illusion or projection of the future.”
- Dr. Ken Moses, Emotional Responses to the Diagnosic of...”

(Source: Go to: mpssociety.org — Learn — Newly Diagnosed —

Emotional Response to Diagnosis Fact Sheet)




ANGEL AID
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- Phyllis Founded in 2000
[hree Generatione of MPS Carriere 20th Annivercary




“It is not unworthy,
ut it is very uncomfortable

o ask for help.”
- Sara&Chisholm, R




Celf-Care.
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— There ic a clear path.










Coancer = Patient Point-of- liew.




4.5 Years Cancer Free...
[Oct 4, 2016]

.with help from Friends, me/y + UCLA Pi Beta P/u ¢
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\ Spintual well- Maintaining a
healthy emotional fife is

S Ness i a process of
understanding beliefs, values, important to overall health.
Some ways to stay emotionally
healthy are to manage your stress level,

and ethics that help guide your life,
Whatever your preferred approach,
stay on top of school work, get eight

spending time asking and exploring
your spiritual life can be an hours of sleep, ask for heip, or
see a therapist at the Intellectoal
wellness means staying

finandal important part to your
Counseling Center.
curious and engaged in learn-

S~
:O wel!ness mam. overall wellbeing.
taking steps to live

ing new things. Engage in creative
activities. Read for pleasure, be

within your financial means
Your

L)

=

] and living in, and pfanning for,

S future finandial health. You an do

| . ° o °
individual

aware of social and political issues,
or join a club that focuses on

this by planning finandally, creat-
enhancing inteflectual interests:

ing a budget, and learning to be 3
good consumer.
wellness
Physical
Environmental wellness means  wellness involves moving your I
ati we alanced
taking care of your global environment bodies (emr'usei. equ well b;; ance
and your personal surroundings. Social wellness l"%'ﬂ[(nlﬂds(o(n.,S‘-;ZD(AHQ»H;? ‘Zcmc
; stress, receiving preventativ
De-cluttering your room, recycling % !
3 involves having a - medical and dental ¢are, and ~
strong sodial network getting sexual health G
screenings when you N

your trash or volunteering to
can give you support and
become sexual- \‘5

&
”
clean up your environ-
quidance when you are
ly active. Q‘

/
oo ment ¢an improve
@ health for all stressed or need stress relief.
0 Additionally these relationships can aid
0/ o in the development of healthy
/ relationships

life ic about




The Rare Diceace commonity suffere from CTSD, not PTSD.

Chronic’ Traumatic Strecs not Poct!




Chronic caregiving stress vs. a stressful event

\//

W Caregiving
we stressful event

Chronic stress = Anticipation and Rumination @

© Dr. Elissa Epel, UCSF author of The Telomere Effect




Emotional

Psychology Toda

in a sense of belonging.



https://www.psychologytoday.com/ca/blog/disability-is-diversity/202010/why-people-rare-diseases-need-better-social-support

INDIANA UNIVERSITY

SCHOOL OF SOCIAL WORK

ALE OF |- 10, HOW

SUPPORTED DO YOU FEEL?"

1= hz’érdly supported at all, 10 = extremely supported



http://angelaidcares.org/
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24/7 Cr;smx@xt Line & (800)- Suicide
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A A-* About Resources Research News Events TEDX Contact

CRISIS SUPPORT

RARE DISEASE HELP LINES

Help lines in different countries that gives support and contact information for rare
diseases. The help lines offer social, psychological and information solutions to rare

B B caregivers.

NEED HELP NOW ?

! * For immediate help: Call the National Suicide Prevention Lifeline at 1-800-273-8255.
- |
OR text SIGNS to 741741 for the Crisis Text Line.

Both services are free and available 24/7.

DONATE




INDIANA UNIVERSITY

SCHOOL OF SOCIAL WORK

Phase 1. US Caregivers
Phase 2. Global Caregivers

Connection: ‘A listening ear without
Judgement.”

Storytelling: ‘| want to hear stories
that are similar to mine. | need to know
Im not crazy!”

Self-Care: ‘I just need time to help me
do a little for myself”

Researchers:

Jennifer Ghidinelli, Yeji Jang, Janet Miodragovic



ANGEL AID

5FTLH INITIATIVE

#“.CONNECTION® NG, | /SELF-CARE

ANGELAIDCARES.ORG



https://www.angelaidcares.org/

Relaunched 2018 ~ angelaidcares.org
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WATCH & DONATE
ANGEL AID = c“
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RELIEF FOI

JOlN OUR COMM!JNITY

. - -



https://www.angelaidcares.org/

Qur beliefs...



http://angelaidcares.org/
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. 1+1=YOU

| . formula for Svetainable Self Care
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Red

Symbolizes life, vitality, action
and wealth. Emanating red
reflects physical strength,
love, courage and passion.

AT
Violet

A color of good judgement,
preciousness and noble
thought. A symbol of sacred
energy.

Implies infinity, spiritualism,
grace and personal thought.
Turns the blue inside for

B®

Orange
Reflects creativity, joy, youth,

vibrancy, happiness, balance..

Orange is a power color as it
combines Red and Yellow.

&>
Indigo

profound insight.

The hue of security, trust,
compassion, stability. Blue
promotes peace, calmness

and relaxation.
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Yellow

Naturally associated with
life-giving energy of the sun,
Yellow also symbolizes keen

intellect and wisdom.

=)

Green

Is the color of money and
Mother Earth, representing
the balance of wealth,
well-being and nature.

%

Blue

Vour
Color?

20







Formufe. for S uj“b/e Self Care
Breathe + ow= YOU




e’ daily rituale:

centered arovnd

Sight .










*ﬁi’é« Wrap Up by VP

Pearl Maximum Robe

LUXURIOUSLY SOFT MICROFIBER,
CREATE A COZY END OF DAY RITUAL

WWWwrapupbyvp.com



http://www.wrapupbyvp.com




WILDFLOWER
APOTHECARY

lurquoice Piver Tea

Herbs and flowers to aid, repair and
ignite healing from the inside out.

http:// wildflowerapothecary.com



https://www.wildflowerapothecary.com/
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InsightTimer

Padma Gordon

Quiet the mind and open the heart with
Padma's embodied audio Insight Timer
- the world's most use Meditation App.

\WANALA .com

*4.8 \
Staying Calm In, "%

Times Of Chaos

Padma Gordon



http://www.padmagordon.com/




Eccential Dile

Aromatherapeutic experiences with
certified organic essential oils.

www.doterra.com



https://www.doterra.com/US/en/site/believebig




COLLECTIVE

HEARTS

‘Avrmed With Love”

Heart-centered designs as a symbol
of strength and connectedness
http://collectivehearts.co



http://lddy.no/gkbl




Formula for S usv'b/e Self Care
Breathe + Rainbow'+ 5 Senses= YOU
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Richard & Phyllis Bakrv
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Richard & Phyllis Barrett ~ Twuer Again [aMf 35 years apart).
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Life Foll Cirele: Advocacy, Fundraicing, Recearch

-—"’ Sxaros
Dianne Feir

Calfors
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SENATOR
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exe Califoraia
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5 Minute Q&A

- Join Our Community of #RareMothers
raremothers.org

. Rare Mothers Wellness Retreat
Fall 2021

info@anqgelaidcares.org

Follow @AngelAidCares

|
| ANGEL AID .
V 00O



https://www.angelaidcares.org/
mailto:info@angelaidcares.org
https://www.angelaidcares.org/more-virtual-retreat

Cristol O'Loughlin

Caring for the Caregivers

“Sharethe Vi eo!
angelaideares.org/tedx
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ANGEL AID

Visit angelaidcares.org
Click ‘Join Our Community’

info@anagelaidcares.org

@angelaidcares
[Facebook/Twitter/Instagraml

Linkedin; Cristol O'Loughlin
Linkedin: ANGEL AID



https://www.angelaidcares.org/tedx/
https://www.angelaidcares.org/
mailto:info@angelaidcares.org
https://www.linkedin.com/in/cristol-barrett-o-loughlin-b6800127/
https://www.linkedin.com/company/angel-aid/

