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® Reduced substance use (Clark, 2001)

® Potentially reduced mortality (Revier et al., 2015)



What communicar 2 in your role with the
individual or the family?




What is the System of Care?
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System of Care Principles




Families experience direct and
indirect costs (financially, work

impairment, emotional toll) 2

Families are the front line workers Families can spend half of a full-
*Yearly out of pocket expenses cost of

when caring for loved ones with e 67,2010 time work week providing care to
mental health challenges https://www.aarp.org/caregiving /financial- their loved one

6
legal/info-2021 /high-out-of-pocket-costs.html

1GBD 2016 Disease and Injury incidence and Prevalence Collaboration, 2017; 2Schizophrenia Commission, 2021; 3Gupta et al, 2015; “Hayes et al., (2015),
SAngemeyer et al., (2006), *Hayes et al., (2015); “Flyckt et al., 2013



https://www.aarp.org/caregiving/financial-legal/info-2021/high-out-of-pocket-costs.html
https://www.aarp.org/caregiving/financial-legal/info-2021/high-out-of-pocket-costs.html
https://www.aarp.org/caregiving/financial-legal/info-2021/high-out-of-pocket-costs.html
https://www.aarp.org/caregiving/financial-legal/info-2021/high-out-of-pocket-costs.html

Families also experience:

Significantly higher rates Burnout at similar rates
of common mental

Q - . I . I 1_.
health challenges and fo those in paid Social isolation

psychological distress® psychiatric settings

1GBD 2016 Disease and Injury incidence and Prevalence Collaboration, 2017; 2Schizophrenia Commission, 2021; 3Gupta et al, 2015; “Hayes et al., (2015),
SAngemeyer et al., (2006), *Hayes et al., (2015); “Flyckt et al., 2013



Multidimensional Caregiver

Strain Index (MCSI) :

The Caregiver Strain Index,
Erica Goss reflects on the
experience of caring for
her son within a
dysfunctional mental health

system.

https://www.oregonhumanities.orqg/rll/beyo

nd-the-margins /the-careqiver-strain-index /

\ G

1GBD 2016 Disease and Injury incidence and Prevalence Collaboration, 2017; 2Schizophrenia Commission, 2021; 3Gupta et al, 2015; “Hayes et al., (2015),
/ SAngemeyer et al., (2006), *Hayes et al., (2015); “Flyckt et al., 2013



https://www.oregonhumanities.org/rll/beyond-the-margins/the-caregiver-strain-index/
https://www.oregonhumanities.org/rll/beyond-the-margins/the-caregiver-strain-index/
https://www.oregonhumanities.org/rll/beyond-the-margins/the-caregiver-strain-index/







FROM 2016
RESEARCH ON
1,700 FAMILY
CAREGIVERS FOR
SMI

Most are moms aged
45 to 64

Employed 36 hrs
weekly, but provide
additional 32 hours of
care

Half report despair
and isolation due to
high levels of stress

Recipients of
caregiving are mostly
adult children 18-39

Provide $7K in
support while 10% are
forced to quit their
jobs

Greatest needs: policy
support to facilitate
education, care
access, navigation
and parity

Half are financially
dependent on
caregivers

62% find caregiving
worsens emotional
and physical health

Nearly 12 years
before getting a
diagnosis




Are you
Mind Full or

Mindful?

Mind Full, or Mind$ul?

COACH

APPROACH
PARTNERS, LLC







Who are the Kellys?

ol sﬂk _ ﬁ‘t
[ } Our Family = Finally Complete A Family in Crisis?




What Hurt?




What Helped?




What’s Changed?
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Dx: Bipolar Disorder,
Polysubstance Use Disorder Recovery
Prison

Dx: ADHD

Expelled from school

= 3rd child is

1996 2011
\ jorn

Dx: Substance Induced
Psychosis
Voluntary Inpatient Rehab Regularly attends AA
Utilizes methadone

treatment

Arrested for Shoplifting . B Begins oytpatignt
Moved to 4 different high schools R EEREiTita an therapy, including

Drops out of high school e ES family therapy
Arrested for drug Gets engaged with a
charges multiple times local church

Family takes on care Marries his 3rd wife
for two small children

Dx: Bipolar Disorder
A baby boy Suicide Attempt

Kicked out of moms home
Gets married, has a baby, wife
abandons him and their child









My Family Path
August 2012 - Hollie Joins the Family

Unique skills are
needed to parent
youth with
intensive BH

needs.
Youth can decline
services at 13.
Parents are not
able to be
informed about

-

what is
haboenin Systems are
°P > Not qualified for Workforce working siloed
> certain services shortage. There are little and are unaware

formal supports of available

and no education

Programs are not
functioning as

or programs.

Assessments not resources.

completed by designed. No on informal or
youth Pl’Of\:jrdms natural supports.
available.

%



An Alternate Path

What could it have looked like?

Opportunities for
skill-building are
more available

than ever before.

Family-Initiated
Treatment
provides more
access to

‘ information and

potential

Intentional work

treatment. is being done to

Workforce i
There is now a educate and hold

- Work is being shortage. WA Statewide
Programs are not
functioning as
designed. No

the system
accountable for

Family Network,
Youth Network,
COPE Project,

and more.

done to design a

system that has
Y SoC values

no closed doors.
programs

/O available.



Family Youth
System Partner

Round Table COPE Project

(FYSPRT)




Family, Youth, System Partner
Roundtables (FYSPRTSs)




ily Tri-lead,

share leadership in

d action items.

one Statewide FYSPRT in
Washington.

* From the HealthCare Authority Website



https://www.hca.wa.gov/assets/program/fysprt-system-community-partners.pdf

ess those needs.

* From the HealthCare Authority Website



https://www.hca.wa.gov/assets/program/fysprt-system-community-partners.pdf
https://www.hca.wa.gov/about-hca/programs-and-initiatives/behavioral-health-and-recovery/wraparound-intensive-services-wise
https://www.hca.wa.gov/assets/program/child-youth-family-behavioral-health-governance-structure.pdf
https://www.hca.wa.gov/assets/program/child-youth-family-behavioral-health-governance-structure.pdf

Prenstal to Age Five Relational Health

School-based Behavioral Heslth
and Suicide Prevention

Strategic Plan Advizory Group

Behavioral Health T
Governance

Child, youth, and family behavioral health governance structure
*Meetings are open to the public.
o
\OChlldren and Youth £

O

Structure

Statewide Family Youth System Partner Round Table

Mestings are facilitated by statewide Family, Youth, and
Ctern Partner Tri i

M IR 4 <onal
FYSPRT, tribal and urban Indian organizations, state
systern partners including representatives from child
welfarefoster cars, jivenile rehabilitation, mental and
pirysical health, dewelopmental dizabilities, family and
; pane and educat

https://www.hca.wa.gov/about-hca/programs-
and-initiatives/behavioral-health-and-

recovery/family-youth-system-partner-round- Retioral an Loca oy Yot Sytem Partner
table-fysprt Mestings refaciiated by Famiy; Youtn, and System

Membership includes representation from community
partners such as: Family and youth organizstions, tribal
and wrban Indian organizations, schools, underserved ar
underrepresented communities, faith communities,
miental health and substance use treatment providers,
managsd care organizations, behavioral health
administrative crganizations, child welfarefoster care,
Jjuwenile rehabilitation, developmental disabilities,
education, law enforcement, and probation.

HCA 82-0457 [11/23)




COPE Project

(Center of Parent Excellence)

(ages
ome, school,

Lellime more’ Lellime more’




WA State Community Connectors







Family &

e-manuals in 11 lang

Peer-to-Peer 6 week=15 hours for adults

living with a mental health condition

<

Fa.lniiy-to-Fgmily is a free, 12-week course for families, partners
of individuals with serious mental iliness taught by 3,500 trained NA|

members and caregivers of individuals living with mental iliness. The
dwells on the emotional responses families have to the trauma of me|

many family members describe their experience in the program as life
Also available in Spanish in selected areas.

NAMI Family Support Group is a free, local meeting of caregi
individuals with a mental illness where family members can talk frank
challenges and help one another through their learned wisdom. These
are facilitated by trained NAMI members in NAMI Affiliates across the
participants are encouraged to share actively in the work of the group.

NAMI Basics is a free, six-week peer-directed education program d
specifically for parents and other caregivers of children and adolescent
either been diagnosed with a serious mental illness/serious emotional
or who are experiencing symptoms but have not yet been diagnosed.

Peer-to-Peer is a free, 10-week, peer-led, recovery education course
any person with a serious mental illness. Peer-to-Peer emphasizes rgco
mental illness as a feasible, supportable goal and challenges the stigm
wrongly associated with mental illness.

is a free, weekly, 90-minute, recovery support gr
people living with mental illness in which people learn from gach others
experiences, share coping strategies and offer each other encourageme
understanding.




ROADMAP T0

Navigating the System in Puget Sound

a mental h'*th, -~

e

NAVIGAR &




NAMI Familv & Friends

mi=Jdle]llnle ple)4=. \"A"A= IV E
=

An informative seminar for
people who have a loved one
with a mental health condition




“I know of no other book even in the same league.”
Conry Spomr Aathn of e WY Flmws Bost Salir Moy 0 Aiper od W Evevy Tine

- : ; k“‘

() Xavier Amador, Ph.D.




Treatment
Advocacy
> Center

Fighting for the lives of people with severe mental iliness in
a system stacked against them

Who We Are

TAC.ORG
Treatment Advocacy Center



PAD AND WRAP ng Psychiatric Advance

Directive

-z'., Wellness Recovery

Action Plan
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www.washingtonlawhelp. vardianship-conservatorship-and-other-protective-arrangements



https://www.washingtonlawhelp.org/en/adult-guardianship-conservatorship-and-other-protective-arrangements

\‘ PSYCHOSIS

REACH

Recovery by Enabling Adult
Carers at Home

UW Medicine / SPIRIT

| | il //
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SPIRIT

What We Do v | Who We Are | Support for Psychosis v | Research | Implementation | Training | Events | News | Give | ContactUs O
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Cognutlve Behaworal Therapy for Psychosis (CBTp)



https://uwspiritcenter.org/cognitive-behavioral-therapy-for-psychosis-cbtp/




Cannabis, Schizophrenia,
and Other Psychotic Disorders:

Moving Away from Reefer Madness
Toward Science

® hitps://adai.uw.edu/cerp/sym

posium-2024/

4



https://adai.uw.edu/cerp/symposium-2024/
https://adai.uw.edu/cerp/symposium-2024/

Functions of Family Bridger

“That [symptom management, coping
skills] would've been helpful at the
beginning when we're still trying to figure it
all out after the meds started working and

Py everything.” “From hospitalization to
“Anything that could [ trying to get back into life,
help prepare a parent , Skl Bullding there’s nothing in there in
for what they're looking \. between....you need a pilot.
at down the road, | You need the quarterback.
mean, it just helps you Resource I . Interpersonal | Whatever you want, to call
plan. And it takes that Provision i SUPROIE +hat person that comes

We cond < stress away ...” N '/ Fa mi y ‘ with the release from the
i - i d = | hospital.”
O WA Iocatlons y Focus Group Locations & Brl ger
N=58 “Everything is there, so when \ “Giving me some orientation or
~you're listening and you're really ' QY fduca €ducation about what's going to
ot able to hear because you're  dvocacy (collabor happen...“If somebody would've just
emotionally so upset-- and you're W old us, ‘This is how it usually goes...
earing part of it. It's like hearing \\5 You'll see this, you’ll see this...and then
a doctor tell you about yourself. - this might happen.’ We learned all that
You need an advocate.” stuff ourselves on the internet.”

DO NO| REPRODUCE. FOR PERMISSION PLEASE CONTACT
AVB9@UW.EDU



UW SPIRIT Lab

. At v v bt e

Support for families of
people living with
psychosis

Wish you could talk to someone who

understands?

Connect with a Family Bridger - they have
experience caring for a loved one with psychosis
and have been trained to provide FREE support and
resources to people like you.

The Family Bridger Program is a research study to improve this program

including compensation up to $130 for completion of all surveys and interviews

Want to Learn More?

Reach out in any of these ways:
Scan the QR Code

Emai
Call 206-677-4029
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https://3riverstherapy.com/

THE NATION’S FIRST & ONLY
NON-PROFIT NETWORK OF YEAR-ROUND

PARENT & CAREGIVER WELLNESS INNS







Dx: Bipolar Disorder,
Polysubstance Use Disorder Recovery
Prison

Dx: ADHD
Expelled from school

What if there had been a quality
intervention here? One that:
e Provide family support and
stabilization
e Address childhood trauma
, , Addressed the beginning phases
,,,,, Dx: Bipolar Disort
A baby boy Suicide Attem of substance use
e And provided educational based
supports




K FAMILY AND PEER
1\@ BASED SUPPORTS

O

e Family Education / Intensive
supports. Such as those from
o New Journeys
o WilSe
e De-Stigmatization
o Shared Decision Making
o Pat Deegan’s Recovery Library

o Peer Support

Crealing a new pathk
“‘ M rneys

WiIiSe

Wraparound with Intensive Services






http://www.youtube.com/watch?v=6gCsZCduXew

Creating a new path

['Orien’rs families to the New Journeys treatment model and rationale for family inclusion

*Provides families with culturally responsive and recovery-oriented information about psychosis and its treatment

*Helps the family develop coping skills and foster resiliency

*Supports the family in navigating the mental health system and developing advocacy skills

*Facilitates the development of a wellness (relapse prevention) plan

*Coaches family in communication and problem-solving skills

www.newjourneyswashington.org


http://www.newjourneyswashington.org

Highlight of WSCC Trainings







GROUP DISCUSSION




THANK YOU!

Karen Kelly-
karenkelly@wsccsupport.org

Karen Schilde-

karens@nami-sno-isle.org

Cammie Perretta, LICSW —
cperre(@uw.edu



mailto:karenkelly@wsccsupport.org
mailto:karens@nami-sno-isle.org
mailto:cperre@uw.edu
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