Families of CYSHN:
Helpful Resources, Family
Perspectives
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Health Informatlon Center

OR F2F HIC is closely affiliated with the Oregon Center for Children and
Youth with Special Health Care Needs (OCCYSHN) at OHSU and funded
by a grant from the Maternal and Child Health Bureau.



Objectives

Introduce providers and care coordinators to a family perspective on peer
support

Inviting conversations that enhance the relationship

Share reliable resources for families post-diagnosis or on a diagnostic
journey

O

O O O O

condition-specific
financial
legal/educational
specialty

leisure and recreational

Introduce Services and support available from the Oregon F2F HIC

Links will be emailed to participants upon request.



The Problem:

“We are overwhelmed, scared, confused, angry, and in
the dark. Who will help us?”



Our response:

Eventually, things will become clear.
But for now, there are many people who can help you.

Your providers, teachers, social workers, case
managers and other professionals can all be sources of
support and information.

But there are some other helpers who are free and
avalilable all hours of the day: OTHER PARENTS.”



Top 5 Reasons to refer
to parent to parent peer support

1) Normalizes experiences

Benefit to PCP: once a family starts to share and feel
comfortable talking, their stress level goes down and ability to
learn goes up

2) Parents get feedback on their experiences. “That
doesn’t seem normal to me...maybe you want to
check that out.”

Benefit to PCP: Parent might bring something to your
attention that she otherwise would have just accepted as
‘normal.” (absence seizures, for example)



3)Parents learn about resources you may not have heard
of, (camps, reading programs, play groups, sports
programs)

Benefit to PCP: participating in fun activities is good for everyone.
Less isolation = better health.

Another benefit to PCP: this parent can keep you informed of
good programs in the community

4) Parents learn how to manage the education,
Insurance, pharmacy, and other systems

Benefit to PCP: A parent who knows how to navigate systems can
work more easily with your care coordination staff.

5) Parents can benefit from others’ transition
experiences. Hearing about others’ successes can help
ease worries and fears.

Benefit to PCP: families will help you manage their children’s
transitions



Some clues that a parent may benefit from
peer support

“Oh, we don’t go out too much, its just too hard.”
“Oh, my child would never let us do that!”

“Oh, its just easier to keep the (food, pets, etc) locked up so my child
doesn’t get into them.

“Have YOU ever seen a child like this?”
“None of our other family members understand what its like for us.”

Listen for comments like these and ask for more information!

Sometimes we are embarrassed or reluctant to tell you everything.
We may lack confidence or simply be more reserved. Sometimes, it
doesn’t occur to us to tell you more about our family, even though you
can help!



Suggested wording for
making a parent-to-parent referral

“Do you know any other parents who are going
through what you are going through? Would you
like to?”

“Sometimes my patients find it helpful to talk with other parents
whose child has the same condition. | know of a program...”

“If you ever feel like your family and friends aren’t “getting
1t” let me know because I can refer you to a program that might

be able to help.”



A Few Peer Programs you can refer to —
Spanish and English (Partial List)

o Clearinghouse for over 100 groups in Oregon plus many other health resources
o Free lending library and current training on many subjects

o All things education and person-centered thinking

o All things autism-related

o All things Down syndrome-related and inclusive education

o Also serves families whose children have conditions that mimic CP

These groups have paid staff, will serve families regardless of where they live,
phone lines are answered reliably, and can readily respond in Spanish and/or
Russian.


http://www.oregonfamilytofamily.org/
http://oregon.providence.org/our-services/s/swindells-resource-center/
http://factoregon.org/
http://autismsocietyoregon.org/
http://nwdsa.org/
http://www.ucpaorwa.org/news/2012/11/08/a-community-for-everyone

RESOURCES
AND MORE!

INFORMATION YOU CAN USE
NOW TO HELP YOUR CHILD
WITH SPECIAL NEEDS

Your County Here Date

* Domily t Edomily

Health Informatlon Center



Your Child’s Life Care Notebook

O

FREE for Oregon residents, courtesy of Swindells Center

i/ for Children and Families

N }’ Jean Baton Swindells Resource Center

My Child’s Life Care
Notebook

M, and

4 Organizer
= > The Swindells Center
_v

830 NE 47t Ave
Portland OR 97213
503.215.2429
800.833.8899 x52429

Swindells Center of Central Oregon
412 SW 8th Street
Redmond, OR 97756
541-526-1448
enter at Hood River ter at the Coast

Swindells Center

321 SE 3rd Street

Toledo, OR 87391
swindells@providence.org
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Community-Based Programs

A

+ CaCoon Community
= Connections Network

—_—

<

Specially-trained nurses

Home visits (CCN)

Care coordination assistance Family-centered approach

No income requirement Multi-disciplinary team

Can work with your child’s No income requirement
physician Ideas, resources, and guidance
In 35 of 36 Oregon counties Family Liaison follow up

(not Wallowa) Located in:

Sometimes work with Albany = Clatsop County = Coos Bay =

Hood River = Ontario = Salem = Seaside =
The Dalles = Tillamook = Newport

children up to age 21

Call County Health Department,
ask to speak with CaCoon Nurse Call OCCYSHN at 877-307-7070



https://www.google.com/url?q=http://vimeo.com/occyshn&sa=U&ei=nodhU6iVOcidyASf6YHwCw&ved=0CDQQ9QEwAw&sig2=OcPxKmwRAKgw-QeNc-KHqg&usg=AFQjCNFd9CThvS246VmdF4SftXqAooZAIQ

Community Developmental Disabilities Programs
(“DD Services”)

e Disability must have origin in the brain
e QOccurred prior to the age of 18
o Expected to last indefinitely

e Result in significant impairments in two 2+ functional areas: (self care,
communication, cognitive, mobility, self direction, ability to work and live
Independently)

e The impairments must not be primarily related to: mental iliness, substance

abuse, an emotional disorder, Attention Deficit/Hyperactivity Disorder
(ADHD), a learning disability or sensory impairment

If your child has been denied services as ineligible, you may appeal.

., *ls important that these services are obtained BEFORE age 18.

_ NEW OPPORTUNITIES ARE AVAILABLE THROUGH THE K PLAN!

./ 4



Children’s Intensive In-Home Services
(for Children who Qualify for DD Services only)

Provides support services for children up to age 18 who demonstrate intense
behaviors that are dangerous to themselves or others.

Typically, the entire household must make extreme adaptations to keep everyone
safe.

Eligibility: Evaluation conducted by CIIS staff and reviewed by the CIIS
behavioral team. Family income is not a factor for eligibility.

971-673-2995

If your child does not qualify for the intensive program, he may still be eligible for a behavior
consultation through the Oregon Technical Assistance Corporation or a private behavioral
’ consultant.

Ask your Service Coordinator.



http://www.oregon.gov/dhs/dd/pages/children/in-home.aspx

Children’s Intensive In-Home Services
No DD or income Eligibility Required — Ages 0-18

Support services for children who have very
intense medical needs, are technology dependent
and require nursing care.

Eligibility: A clinical criterion as conducted by
MFCU nursing staff with input from the families
and medical community.

971-673-3000

Support services for children who have a medical
condition requiring total assistance with all
activities of daily living (ADLS). These children
are not technology dependent but due to their
size and weight require maximum interventions.

Eligibility: Evaluation conducted by CIIS staff
with input from the families and medical
community.

971-673-2990



http://www.oregon.gov/dhs/dd/pages/children/in-home.aspx
http://www.oregon.gov/dhs/dd/pages/children/in-home.aspx
http://www.oregon.gov/dhs/dd/pages/children/in-home.aspx
http://www.oregon.gov/dhs/dd/pages/children/in-home.aspx

Specialty Clinics at OHSU/CDRC

Autism

Genetic Evaluation and
Counseling

Brain Anomolies

Down Syndrome
Craniofacial Disorders
Hemangioma/Birthmarks
Feeding and Swallowing
Gastroenterology

Cystic Fibrosis
Metabolic/PKU

(partial list)

Neurodevelopmental
Delays

Rett syndrome

Cleft Palate
Craniofacial Disorders
Spina Bifida

Sleep Disorders
Cardiology
Hemophilia

Diabetes




Family to Family Support “on the hill”

and , Family Navigators

Friendly, supportive parents of children with special
health needs will help families navigate appointments,
transportation, etc.

, March of Dimes Family Navigator in
NICU.


mailto:Carol Criswell <criswelc@ohsu.edu>
mailto:wilsonla@ohsu.edu
http://www.ohsu.edu/blogs/doernbecher/2013/12/11/bringing-comfort-to-families-in-the-doernbecher-neonatal-care-center/

Financial RESOURCES (partial list!)

ZETOSCH
FUNDS

211

A free, information and referral helpline for Oregon. You can get help from a
live person with interpreters ready to help in 150 different languages.
Housing, food, emergency supports.

800-723-3638 »

Oregon HELPS!

Free, confidential, and easy prescreening website to help families determine
eligibility for 33 assistance programs. On line only.

Sidney and Lillian Zetosch Fund

Grants for the purchase of adaptive equipment to help Oregon’s low-income
children O — 21 with special health needs. Equipment must help child
achieve educational goals. Families must be referred by a service provider or
teacher.

503-494-8618 e


http://www.ohsu.edu/xd/outreach/occyshn
http://www.oregonsafenet.org/
http://www.oregonhelps.org/

NeedyMeds

dyimeds.org
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Financial RESOURCES

Help Paying for Prescriptions

Huge database of drug companies’ discount programs, scholarships,
coupons, etc.

Developmental Disabilities Consumer
Involvement Fund

Funds for families of children with developmental disabilities to attend
conferences and trainings related to their child’s condition.

Supplemental Security Income

Generally awarded to children with significant disabilities whose
parents meet the income threshold. Consult the Compassionate
Allowance List conditions that qualify for fast approval. Starter
application kit available.


http://www.needymeds.org/
http://www.ocdd.org/index.php/ocdd/getinvolved/24/
https://www.google.com/url?q=http://www.ssa.gov/disability/disability_starter_kits_child_eng.htm&sa=U&ei=NJBhU5KjKcuzyASctYGgBw&ved=0CC4Q9QEwAA&sig2=aB718QwbQ_JTn5Q_lVgvkg&usg=AFQjCNHJ7aiXSDxiHEvI3-MPC4Ysn37Trg
http://www.ssa.gov/pubs/EN-05-10026.pdf

A few more excellent resources...

for Supplemental Security
Income

Over 100 Conditions
which allow for “fast
tracking” to SSI Eligibility

Easy to read
guidelines for care
for 25+ genetic
conditions. Suitable
for parents and
professionals.

Helping Families with
SSI applications:

Thank you to Shriner’s
Transition Program!



http://www.ssa.gov/compassionateallowances/conditions.htm
http://www.ssa.gov/compassionateallowances/conditions.htm
http://pediatrics.aappublications.org/content/124/6/1702.full.html
http://www.ssa.gov/disability/professionals/bluebook/ChildhoodListings.htm
http://www.gemssforschools.org/
http://www.gemssforschools.org/
http://oregonfamilytofamily.org/Documents/CAMPS RECREATION SOCIALIZATION 2013.pdf
http://oregonfamilytofamily.org/Documents/CAMPS RECREATION SOCIALIZATION 2013.pdf

Specialty RESOURCES: Statewide

ORPARC (Oregon Post-Adoption Resource Center)

""""" Free support to Oregon DHS Adoptive and Assisted Guardianship families and
Oregon Families who have adopted through any state's child welfare system.
Counseling, referrals, resources, and more.

P 800-764-8367 or 503-241-0799 e

Special Needs Car Seat Consultation and Fitting

Specially trained safety specialists works with families of children with
unique physical or behavioral needs that put them or their families at risk
while traveling by car. (search “Find a
Tech™)

Health Information by Mail

OHSU reference librarians will mail articles and other information to families
OREGON [ate* who do not have internet access. Simply call and ask to speak to a Health
HEALTH &= = Information by Mail Reference Librarian. 503-494-8881
&SCIENCE

UNIVERSITY



http://www.orparc.org/
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://www.ohsu.edu/xd/education/library/research-assistance/health-information-by-mail.cfm?WT_rank=1
http://cert.safekids.org/

Specialty RESOURCES

Hello Foundation Speech and Occupational Tele—‘
therapy -

Some scholarships available )
503-228-2942 )

A Gift of Time Retreat

September retreat for caregivers. Pamper Yourself!

| Early Assessment & Support Alliance _ %%

/\/@Q\\ EASA Helping families identify and treat early signs of — i
1\'405'/ rly Assessment psychosis in teens. Evidence based. p N
\S Support Alliance f‘

503-361-2796 B


http://www.thehellofoundation.com/
http://www.agiftoftimeoforegon.org/
http://www.easacommunity.org/

Specialty RESOURCES

O

Inclusive Child Care Program

May help pay for increased costs of care related to a child’s special care
needs. Coordinates child care subsidies for eligible families. Provides
individualized planning to families.

971-673-2286 or 1-866-837-0250 e www.oregoninclusivecc.org

Now, if you can’t
remember all of
this... Call us!



http://www.oregoninclusivecc.org/
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Health Information Center




How we do the work...

One-to-one

Family Gatherings Publications:
newsletters and tip sheets



One-to-one support from an
experienced Family Liaison

1-855-323-6744  English/Spanish

503-931-8930 Spanish

All Family Liaisons
have their own
confidential OHSU
email accounts.




Typical Calls

“I just got this notice from my insurance “I’'m moving to Oregon in the fall, can
agent. Can you help me before you tell me what kind of services my
Obamacare kicks in?” child with a vent can get?”

@ L “My insurance denied a helmet for m
My pediatrician told us today that my >c/;hild, but my friends’ insurance pa>i/d

26 year old is too old to keep coming o
there and that this would be her last for hers. How do | appeal

appointment. How do | find a doctor
who understands syndrome?” “My friend has a home visiting nurse.

How do | get one?”
“I’'m working with a family whose 9 year

oldhas____and they want to get to the “T think my child’s condition is genetic, but
____conference. Can you tell me what my doctor doesn’t want to authorize the
scholarships there are? test. Where can I get it done?”

“The medication costs are killing us. Is there any
help out there?”
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Douglas
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Josephine ‘ Jackson Klzijith Lake

. Listening Session .

. Listening Session in Spanish

$Family Liaisons and Swindells Child Disability Resource Center Sites



Regional Family Gatherings

Becoming Your Child's hasources and More!
Health Advocate Information you can use NOW to help

Information you can use MOW to help your child with special heeds
your child with special needs.

The Oregon Family to Family Health Information Center invites you to joinus

The Oregon Family to Family Health Information Center invites you tojoin us ; , B K . . -
for this regional family gathering and listening session.

forthis regional familygasthering and listening session.

Wednesdsy, May 21,2014 ‘\l . s
Roseburg, Oregon: October 2013 [Call for details)* §-7:30pm i . I o
ad

. £ Bak=r County Public Library
Mewberg, Oregon: September 27, 10:00 am. 2400 Resart 5t, Baker City, OR

Wha: Parents and caregivers mi:h“d"" and youth with special Who: Parents, grandparants, fostar parents and guardians of chikdran and youth with
health, developmental, ar behaviaral nesds. special health, developmantal. or behavioral needs.
Wihat:

I # Learn about dozens of resources and programs ta help your child and family
¥ Learn about Oragon’s health care resources and programs for your child * Pick up materials from gur travelling “mini resource fair"
¥ Tips and tools for working with your child’s health providers # Meet your Oregon Family to Family Health infa Canter Regional Family Lisison
¥ Getinformation about moving from pediatric care to adult care. # Meet other families of children with special needs
¥ Pick up materials from our traveling “mini” resounce fair #* Enjoy light supperand maybe win a door prize!
¥ Enjoy fight refreshments and meet other families of children with special ne=ds

Lrat, SPECIAL INVITATHIN FOR PARENTS of CHILDREN WITH CEREBRAL PALSY!
PLUS: Aftarthe pressntation, from 10 — 10:30, up to 10 famibes may TR o B cBil with ooeal palay, or e Siaatility Tl mimic CF, you e wadcome Io Bae crc-ce-
participate in a special “Tistening session™ and receive a 520 stipend. ' 'EJ'l \5 =z s et Soawe Coalemas, T femily Sopmeel Demslze waT Usiled Cocied Palzy Coele Soawe
{You must rswp to be afigible to receive stipend!] ey if you would like T 1ct vp 8 time o ik o7 303-387-0332 or aocabman oo eceme ooy

'I' [ mifter the pressntation, up to 10 ssmilies may particpate in & specal TEEning session” and

*Call for details: 1-855-323-6744 e e e s o

Childcare will not be available for this event, but Far mare informatian and ta REVE: S55-323-5744 or S03-434-0555.
.!lﬁh.'l:é in arms are welcome! Lesmye & messsame indicating you wish 1o attend the “Baiber City Event.”

W will ol you ek to condinm.
- ) L m

Cme PLUS: W want 10 hear Shout four eperiences raiging s child with spacal hesith nesds. S,

Crialdcares willl niot e avsilshls but babies insnms sre wesloom el

ifarmation Cented Tell P 1-3m8-3034734




Presentations Available:

Resources and More: Planning for a Healthy Becoming Your Child's Health
Practical Information Transition: Advocate:
you can use NOW to Help your Moving from Pediatric to An Introduction for Families
Child with Special Need's Aduit Care
Information to help families of children
& review of Oregon’s services and Information and ideas for families with special health care needs navigate
supports for children with of youth with special health care health care systems, communicate
developmental, health, or needs. Recommended for effectively, and understand their child's
emotional/behavioral special needs, || families of childrenaged 12 and | | wpye diea| home™ Recommended for families
Recommended for families new to 3 up. (English or by translation) whaose children have frequent medical or
diagnosis or who need more therapy appointments. {English or Spanish]|

respurces. (Englich or Spanish)

Also may include “listening session” of 10 families each, capturing families’
iImpressions on the Oregon Health Care delivery system and their personal
experiences.



Website
www.oregonfamilytofamily.org

Toll Free: 1-855-323-6744 + Spanish: 503-931-8930

Velcome Family Liaisons in Your
e Oregon Family to Family Health Information Center provides Conml“nity

wrmation to families who are navigating the complex world of special

Contact a Family Liaison in your area for support, infermation, and help i
alth care needs. We are family members gurselves, who have first hand . . .
your particular situation.
serience raising a child or youth with a chronic health condition,
m  North Coast: Denielle Caplinger
selopments| delay or disability, or emotionsl/behaviorsl challenges.
L] Mid Coast: Signe Miller

Tvices Include: »  Southern Coast: Tracie Skinner
» Toll-free phone line (English snd Spanish) ® Willamette Valley: Tami Montemayor
» Comprehensive website with information and links to key special- L Portland Metro: Shauna Signorini
needs services ®  Hood River: Mariza Marguez
» Newsletters and tip sheets full of practical information written &y »  The Dalles: Asron Bowman
families for families. ®  Klamath Falls: Valerie Smith
» Regional Family Gatherings and trainings in communities all sround »  Umatilla/Morrow: Sharyn Smith
the state. [} Russian Speaking {all Oregen): Galinz Burley
ere are 51 Family-to-Family Health Infermaticn Centers (F2F HICs) in the = Spanish Speaking fall Oregon): Teress Gomez, call 502-931- 83

ited States and temitories. Each is unigue, reflecting the needs and u  Forall other areas call 1-855-323-8744
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Questions about Genetics?
Ask an Expert!

This is one of our very favorite
websites for families of hildren with
genstic conditions. The goal of
Genes in Life is to answer your
questions akout health and genetios.
If they cannot answer them, they will
show you where 1o 30 to get the.
answers you need.

Our staff recenty asked: guide to help you prepare for an emergency.
“What do you recommend parents o Emergency Preparedness Tnnl Kit
do when they suspect that their Here are a few of the highlights:

child's developmental delays or
disabilities are due to a genetic
canditin? f their doctor is
unconvinced that screening is
necessary, what should a parent's
course of action be?"

We guickly rzosived an snsner from

D from Johns
Hopkins University. Bead hic
thoushtul answer here Dr. Levy is
one of several genetios experts who
will respond fo questions. You may
ask the Genes in Life experts
whatever is an your mind. All the
experts have broad knowledge about
genstics and health. Of course, don't
use Genes In Life if you have an
urgent health-related question;
consult your doctor,

XGenes
/ in Life

Earthquakes, fire, and floods present real challenges for the millions of families of children

READY NOW!

with disabilties. Do you know what you woukd do in the
case of an emergency? The Cregon Office on
Disability and Health (QODH) at OHSU, in partnership
with state and national emergency preparedness
experts, has developed Ready Now! a slep-by-steo

The OODH's Emergency Guide is 127 pages of easy-to-use forms, mfnmaliun and
instructions about how to tackle the job of preparing for an emergency. F

information and to download the quide, visit the OODH website. Ifyou do nn( use the
intemnet and would lie a copy of the guide, call (503) 484-1205.

www.oregonfamilytofamily.org

Zb %@ October/Movember 2013 - Volume 3, Issue 5

rmation Center

Emergency Preparedness and Children with Disabilities
If's a big job to prepare, but remember: Some plan is belter than no plan!

Know what kind of emergencies could happen For People with Disabilities

inyour area.

Know the problem areas that may keep you from safely leaving a building during an
emergency.

Make an emergency supply kit, including food, water, first aid kit, adapfive
equipment, batteries and supplies for you and your pets and service animals.

Make a medical information list with medications, dosages, medical conditions and
doctors contact information

Teach your children safe places to go during an emergency.

Try and keep a seven-day supply of medications your family depends on

Make an emergency information list so others know whom to call for you if you need
additional assistance

Install smoke alarms on each fioor of your home. Know where controls for waer,
electricity, gas and sewer are and how o turn them off.

FAST FACT: Face to Face with your Child's Doctor?
Only 7% of Oregon children with special Tell | ickly and clearly!
health care needs (CSHCN) do not DR iy
have 2 usual source of care when sick | | Yoy may have just a few minutes to explain your concems. Here are some
compared to 9.5% of CSHCN y L you

nafionally.
Leamn mare: www.childhealthdata.org

Contact the
Oregon Family to Family

1-855-323-6744

o This i adapied ion from the C epors £ shest for aduis eniifed
Stay in touch by joinind “Communicatng with Your Doctor * 1f you would like 3 copy of this aricle and do not have infemet access,

our mailing ist? contactus at 855-323-6742

ideas fo get the most from your appointment.

Tell all. Remember fo include all of your child's symptoms. Even ones
you may think are unrelaied.

Make a timeline. If you can remember fhe order your child's sympioms appeared, jot it
down and bring it with you.

Be specific. Describe your child's symptoms very specifically. For example, instead of
saying “he’s been vamiting all day,” say “he vomited 10 minutes affer breakfast, iwo
times affer lunch, again just before dinner, and once on the drive here.”

Tell it like it is. Don't minimize or exaggerate your concerns. Don't avoid telling your
doctor symploms that may embarrass you. Be honest answering all questions.

Bg D R E o
Health \??ormat\om Center i

¢Necesita aprender
inglés y tiene un iPad o
un iPhone?

Una ;
colaboracin ==
entre la iniciativa

del Impacto

Académico de

las Naciones

Unidas del

departamento de Informacion Pibica
¥ la Universidad de Rutgers y |
Escusla Preparatoria Rutgers han
desarmollado una aplicacion para los
dispositivos mowiles para aprender
inglé< como segundo idioma (ESL., por
sus £iglas en nglés) Ests “app”
también ayudars a aprender sobre el
trabaio y actividades de la ONU [UN,
pOF SuE siglas en inglés). Este “app”
incluyen lecciones en inglés.
vocabulario, audio, lecciones de:
lectura, jusgos, y noficias ¢
informacion virtual de [ ONL-TY.

Lo pueda e ;ramitamemaeﬂ

S950836
Este "ape" solo eot dsponile para
los iPads y Phones, flas versiones
para los Android se esperan pronto!

2013 Septiembre
www.oregonfamilytofamily.org

Nifios y Jovent

e
htip: /s .oregonfamiytofamily.org]

Mas sobre |a Transicion

Sitisne un hijo enire los 14 y 16 afios de edad, iens que comenzar a pensar soore su transicion a3
vida de aduito. En el boletin pasado hablamos un poco sobre a transicién en general, en este
hablaremos sobre que es fa transi en
preguntas més especificas sobre I3 ransicion y necesidades especiales
Qué es la “transicion?”

Transicion es cuando pasamos de una cosa 2 ofra. La fransicién sobre Ia que hablaremos en este
cuadsmo de actvidadas tiene que vr o defar d cerun i pars coneirce e un . Sibien
los 186 21 afios suslen ser |
“adullas”, el crecimiento no s¢ preduce en un sulo cumpleafios. Es un proceso que se da con ¢!
empo. Desd qus er2un nifio pequefoha estado aprendiends destezat que 2 syran a

tn exitoso. Pero iendo y creciendo, y cambi
maneras dlferenhe!; mranne toda Iz vida

La transicidn a la adultez implica muchas partes distintas de su vida, incluso: pasar de la escuela
‘secundaria al trabajo, 3 la UnVersidad o a ofro tipo de escusla; decidir donds vivirs; hacer nuevas
amistades; y encontrar formas de mantenerse en contacto con sus viejos amigos. En este cuademo
de aclividades, nos cenlraremos en su salud y en odmo pasar de la alencion médica que recitia
cuando era nifio a 2 atencion médica que necesitard como adulio.

(tomado de ibro: Comportarse como un adulo saludable: Como defender su salud y atencion

por Kathy Roberson, M.S.W.) Si quiere una copia ds est fbro, lamenos al 503-931-8930

Servicios para Nifios con Trastornos en el Espectro Del Autismo
Navegacion de Su Ruta

Después de que es identificado un Trastorno en el Espectro del Awismo (TEA),
2 weces las familias no saben qué hacer a continuacion. La canfidad de
informacian sabre los TEA puede ser abrumadora. Esta guia ofrece informacion
isica sobre kos pases a seguir, los recursos en su drea y el apoyo en su
comunidad. A continuacibn s presentan algunos de los temas ciave
relacionados con los Trastornos en el Espectro del Autismo que quiza usted
deses explorar: Terapias del Comportamiento, Intervenciones Biomédicas,
Herramientas de Comunicacion, Modelos de Desarrollo, Intervencion Temprana,

St ok M 0

Formatos Aiternativos Boletin
Disponibles a Pedido

Las familias de nifios con necesidades
especiales que no tienen aceeso a
Inemet pued recibir este bolefin por
comeo Hamando al 503-931-8930.

Nutricién, Terapia Ccupacional, Terapia Fitica, Recreacion,
Terapia de Integracién Sensorial, Educacion Especial, Terapia del Habla,
Desarrolls de Habilidades Sociales, Grupo de Apoyo, Teragia Visual.

Sujormada acaba de comenzar. Por favor sepa que 1o st solo &n el razado
@ 5u FUMEO Y e I3 havegacion por los fecursos disponities. Para INforMacion en su &rea y para
inpenis o o par su drea visite wuw oregonfamilytofamily oryinavingtion himl.

. . Clateop, Columbia, Hood River, Multomah, Wasco y Washington

Uame al
Oregon Family to Family
Health Information Center a
503-931-8930 (Espariol)
18553236744 (Inglés)

¥
Manténgase en contacto al unirse a
nuestra lista de comes

Vle ro]

+ Condados de Benton, Lane, Lincoln, Linn, Marion, Polk, Tilamook y Yamhill(Mid-Valey

+ Condados de Coos, Curry, Dougias, Jackson, Josephine, Klamath, y Lake {Southe:

+ Condados de Baker, Crook, Deschuies, Giliam, Grant, Hamey, Jeffereon, Malheur, Morrow,
Sherman, Umatilla, Union, Wallowa y Wheeler (Cascades]

i quiere una copia de esta guia por correo llamenos al 503-931-5330.

ectindectnads 2 serun pur> de partds para 3 mesigacotn adcoral G tamia o

aproacin por parte del regor i y

i g inpara sy Jveres

Necssinanes Expeciais = Saug (DOCYSHY), ubica &1 &l Desarsia fansty Dentm o Renabittacion en GHSU.

Newsletters in English/Spanish
Mostly medical and community systems
Postal or Email




Family Tip Sheet: Families of Children with Special Health Care Needs

Your Child’s Medical Home
Oregon Patient-Centered Primary Care Home
(PCPCH)

Parents: Find outif yourhealth provider's office s consideredan Oregon Patient Centered Primary Care
Home . (3ee atherside)

Why dol care ifmy child's doctor's office is a primary carehome?
Soms pracices naue caecoordinatorswho canpateruih ou s gethe senies and formatonyour
chidneeds. A practice-based help coordinat

assistwith required forms, referyou to valuablecommanty programs, and more

What else is available for my child with special needs in a primary care home?
Every practice that= considered 3 Patient-Cartered Primary Care Home has demonstrated that it
Has a phone numberto call 24/ for medicaladvice

Wil assign your child 3 praviderwho knaws him/her and yourfamily personally

Wil assign your child a praviderwho can warkwith hinher over time, svenwhen its tims to
transferto adult care ora specialist

Can give you educational materiale about your child’s health and theiruniqueneeds

Can provide guidance and support foryou to manage your child's condition at homs

Wil provide someone who can speakio you in your preferred language

Wil offerscreening formental heaith, substance use, ordevelopmental conditons.

Wil help you obiain palliative care, hospice care, or counseling Fresded

Wil workwith the hospitalstaff f your chiid is hos pitalized

Y VY
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My child's health care provideris noton the list. Should| change providers?
Ifyou are happy with the relationship you have with yourchild’s heaith care prowder, there s no reasan to
change! What s mostimportantis that you are a partnerin decision-making, that you and yourchid feel
respscted, andthatyou trust your provider's quidance sbout your chikd's therapies and trestment

See other side for 2 listof Patient Centered Prir

Tip Sheets:
no jargon
written by family members
vetted for accuracy

N N r
your provider's office Hea!rﬁ PIIENT

Resd more about Oregon’s PCPCHProgamat w

Tip Sheet: Families of Children with Special Health Care Needs
Rules of the Road when Requnstmg Durable Medical

Equipment, Medical Feeding S

mwlmﬁmmmmsm I you arenl SR Whiat is needed,

ar Pr

n Kinerw yous destination. Know e e snd sives you ned and the quanity your chid
Health \ B

B 18553236708 | Dww

" 2. P witere you might find the desd ends. Leam what i ganarally not covered by your
plan [3machad) Ramémbar, Aowoeer, Il you SHI have he RGAT 13 quadt anything and

e state s required 10

|l s BT aprecys

appoal  dorial. I ol dousn' ks 52 1 you, S wih o i 1o s £
mwmm e genial O P
adatoral niomaton
1 Know e “short culs™ that yous health plan wwes
S0, hor gxample, W W qare a pr i &
nat mmvm Tor diapens for e age of three,
whily ofhers.

Htart your engines Ho mafioe what Raaln pla you Lse, you wil Tolow s Thene S1p peocoss
8] Vit to e Pricnary Cane Provider your chikfs doctor)

¥ required) 10 a vendor at sels the

health plan needs additonal information,

eauipment o
L] [MWWM*INWNM £ 10 your healih plan R processing. If he

they wil contact the vendor

5 " Garuad, you 36 T wandor 1% dordal AND
e aprroal. Yo My o oy o wih b sl e Sl ey on P reaetn or B dwil, For
wample, K5 bmgﬂmnm mabCaly Fcaied, mmﬂnwnmkummnm o

Mz—umj Tha resed for & prior SUEhOFZENON

Traffic Jams. Even i e products you nesd meet the plan's crienia and wil be approved, you
may ncounter Tamic’ ong e way, Ste o LIMes 39 Triveling Mass rads 35 well 1T
o price athortzation & requined, then you should hoar aboul your request fairy quickly

v
nchaded ! mmmsmammmum]nwummmm

will axtend the Bme reqained. I

W I vendor

n-uum ﬂm:.wmwnv-nmxuww wsk e vendor ko rofe e reques! “urgent”
400 indicali why i i nesded Lrpantly. Nofe: Customized medicsl equipment, Such &5
Wheskchars, wil fae begwr. Your child wil nesd 10 be g in consistancn weh B empist

Bour days, po cneck IR

EMMJD’K rak o

2 AT herapsts and T ok abcuf ferw i i abuat K yuse chekfs

Have your "roadside asskstance” numbet handy

yous heaim pian

Exveptcrns Nowds Gars Coardinskor 1 G50 you oo ek I you e 1t sure wheyours 8, 0 ot hevs o,
cafl e Cregon Healtn Fian Cent Senvices Unit at 800-273-0557
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*\When Insurance Doesn’t Pay
-DME

*Getting You to the Conference
sPartnering with your Provider
*Get to Know your ENCC
*\What are DD services

eIntro to PCPCH

*Navigating your Health Plan
*Moving to Oregon?




Words of wisdom from families
Listening Sessions revealed what families appreciate:

“(Our doctor) talks to my grandson first, and asks him
how he Is doing, but then turns to me and says “And how
IS Grandma doing?” Not once, but every time we go in.

Metro

“They have a care coordinator in the office that takes the
time to go over everything with me.”

Metro

“They respect us, even when we disagree.”
South Beach



Questions? Comments?



Thank you!

Contact information:
Tamara Bakewell, Project Coordinator

503-494-0865

i

il to omily

Health Information Center


mailto:bakewell@ohsu.edu
http://www.oregonfamilytofamily.org/
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