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o )
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N

@@his module is part of TASP’s series on Working Effectively with Parents with IDD in Healthcare.

www. achancetoparent.net



WELCOME!
0 “@@@

This training module illuminates the pivotal role of bot@f@)r al and
informal support systems for parents with in e@cf?@l and
developmental disabilities (IDD), emp @@B healthcare

m

providers can effectively coordlnag munity resources.

Participants will gain | d@t&@o the benefits of informal supports,

navigate the c @% d advantages of formal supports, and learn
collaborative @ es to enrich the array of available resources in

thei fosterlng seamless coordination between healthcare
@@ rs as a medical home.



OBJECTIVES
NS

At the conclusion of this module, you will: m@@
ot
* Understand the significance of formal and mf% port networks for
parents with IDD. @@
@%

* Explore the benefits of Q‘o&ﬁ@port systems.

* Analyze form;l rt services available to parents with IDD.

-Moordination strategies for healthcare providers.



DEFINING SUPPORT NETWORKS @@@

For parents with IDD, and most families, supports are key@@%@ng
In‘th

success. They may need daily support provided by&%@ eir life on a
regular basis, or more formal support provide id providers.

o@®

There are generally two kinds o:f%@@i%ﬁ
* Formal Sup@@@%@@

@-@@ﬁal Supports



Formal Supports Informa@&%orts

Are provided by an organizationora Are pr é&%y a member of the
pald trained individual/agency who fa @ the publlc known to the

may . Ox%@% ly who may .
i @@

Help with system navigation,
shopping, reducing social isolation,
giving rides, babysitting, organizing,
making repairs, getting resources,
finding resources and problem
solving.

Meet family needs i egi%@/ment

parenting, child ment
program agement, domestic
rtation, money




DEFINING SUPPORT NETWORKS @@o a2
@\

Formal Supports: Formal supports are (most often) pai rts
provided by professional, trained employees. Th end to change as
staff come and go. Even if the parent is not paying for the

support, the person is paid for the wor @@ | staff, medical
professional, mental health cIini&%@i@ ility support worker, etc.)

Informal Supports: In%@@% pport are done by unpaid people that

can be found n ly\in'the family’s world. Most parents with IDD
need help to fi develop them. Self-advocates tell us that
infor uﬁoorts are best since they tend to have more longevity and

I@ over.
|
@ _\ ' Can you think of one formal and one informal support that you’ve provided

z@s to families?



FORMAL VS. INFORMAL SUPPORTS
AN
e

While there are benefits to both kinds of supports, info I%Jpports
can be longer lasting and more emotionally fl& @l’e

A 2018 study by nghtfoot et aI t parents with IDD “greatly
preferred informal sup ey found to provide emotional

support and be flexibl r formal supports, which they found
overwhelming fusmg

gl -
@ In your own life, which type of support do you find most helpful
/~ and why?



BENEFITS OF INFORMAL SUPPORTS FOR
EAMILIES WD

 Emotional Benefits of Informal Supports

o)
* Informal support networks provide emotional r a@e and

companionship to parents with IDD. ) @@
* They offer understanding, empat nse of belonging, fostering

emotional well-being. » K
g O

* Social Benefi@@ﬁﬁ!&mal Supports
* Informal networks offer opportunities for socialization and peer interaction,

(% g isolation and loneliness among parents with IDD.

@@ ey provide a sense of community and solidarity, promoting social inclusion
and participation.



BENEFITS OF INFORMAL SUPPORTS FOR

FAMILIES N
S

o)
* Practical Benefits of Informal Supports @

* Informal support systems assist with dai &ransportatlon and childcare,
easing the burden on parents w

* They offer practical gwdanc &lstance enhancing parental confidence

and competence. %@@

Info Iﬁfuﬁorts play a vital role in promoting resilience
@@@ and positive parenting outcomes.



ADVANTAGES OF INFORMAL SUPPORTS
A

Families note they prefer informal supports over forma@t@p% ts
because informal supports:

* Are less confusing, less expensive a
* Help to decrease the stress o X ting and system navigation.

* Can help with comm r@@tf& and follow-up during and after care.
e Can benefit bo gi\ s and children

* Stay with the ily over time

'% al Supports for Parents with Disabilities: The Importance of Informal Supports Elizabeth Lightfoot, Traci LaLiberte and
Cho., 2018 Child Welfare.

// www.jstor.orq/stable/48625524#:~:text=Par%2D%20ticipants%20qreatly%20preferred%20informal, working%20with%20pare
ts%20with%20disabilities



https://www.jstor.org/stable/48625524#:~:text=Par%2D%20ticipants%20greatly%20preferred%20informal,working%20with%20parents%20with%20disabilities
https://www.jstor.org/stable/48625524#:~:text=Par%2D%20ticipants%20greatly%20preferred%20informal,working%20with%20parents%20with%20disabilities

HOW CAN YOU HELP FAMILIES SET UP

INFORMAL SUPPORTS IN THEIR Ll%é e

S
Informal Supports can include: %@ @@
* A family member that helps with childcar, ®@% @
* A neighbor who drives family to g})pointments
* Friends that help with emo@'g@ pport, errands, or anything!
e Carpooling or share c%i@are (not paid)

. Anothe%agnﬁ@m park who becomes a friend
i
@ - Q - What kind of informal supports might help a family who has a child with
V' 4

v ongoing healthcare needs?



HOW CAN YOU HELP FAMILIES SET UP

INFORMAL SUPPORTS IN THEIR LI%@@(@

Can you think of informal supports that maybe av%éla@g t%parents
with IDD? S
A B
@

* Immediate and extended family mem
* Neighbors, friends, and member @@@ use of worship
r

e Service groups such as s%@@ boys and girl’s clubs
* Parents of childre bilities

* Facebook $ nline groups (this may require support or supervision)
* Volu from adaptive recreational programs

mmunity members (e.g. hardware store personnel, bus drivers, police,
ent led support groups, mail person, hair- dressers etc.)

* Foster care and adoptive families (for the parent)




BENEFITS AND CHALLENGES OF FORMAL
SUPPORTS @@

While informal supports may be preferred and should be a Iarge@%t% the
family’s life, there is often a need for formal support. ®%@

Benefits of Formal Supports @®@

* Formal support services provide e@u expertise and tailored interventions
to meet the unique needs of @@ ith IDD.

* They offer access to res @ funding opportunities, and legal advocacy,
enhancing par owerment

@orts can also come with challenges, including:
u nited availability, eligibility criteria, and bureaucratic hurdles.
Nawgatlng complex systems can be overwhelming for parents with IDD.
* Providers often change, leaving the parent to start over.



HOW CAN YOU HELP FAMILIES SET UP

FORMAL SUPPORTS IN THEIR LIFE? %

\
¢ é@@
Formal supports can include: e ©
* Paid childcare Schoolf@%
* House cleaning @ y support person (if the
 Medical providers % rent has one)

* Mental Health pr %rs% * Early Intervention Program
. Healthcar@ ?t%:&@ * Social Worker

ﬁ —
N
%@ - What kind of formal supports might help a family whose child

= ° has ongoing medical needs?



HOW CAN YOU HELP FAMILIES SET UP
FORMAL SUPPORTS IN THEIR LIF%@@x®

Formal support services available for parents t@l@ in your
community may have individualized prog ‘\‘ 15,0f service or offer
in-home supports that can assists pare “ with 1DD to get
information, manage their I|ve@§& eep their children safe.

You will need to b o%@@amlllar with an array of formal supports
avallable in y on Some regions have intra-agency
mmlttees that act as a one-stop informational

If you are in an office or a hospltal th|s may be one




BRIDGE THE GAP TO SUPPORTS @@

e
Referring a parent with IDD to a formal support organi Y giving
them a number to call, or even a flier, may not r@%@n em calling.
@®@

\@/ Why do y%{@l@nik@n@ss?
_% éW@t could you do instead to ensure they get connected?
B

o



CARE COORDINATION
Ll

This is often where Care Coordination comes in. Parents Wi@?@)@Me likely
to need extra support in the form of care coordlnat@%@

AE

When health care and other provid ogether and share information,

the families needs and prefere%@@g known and communicated at the
right time to the right p the information is used to provide safe,
appropriate, an(@@@v care for parents and their children.

—
@Egﬁ@gﬁre coordination leads to outcomes of optimal health and
ess



SUCCESSFUL CARE COORDINATION@@®

Successful care coordination requires several element@@ %

* Easy access to a range of health care serviceﬁ oviders.
* Good communications and effective: n transitions between

providers. ) @%&“
* A focus on the total @%@1@ &@ needs of the patient and their family.

N
Heal%gﬁ) ers can serve as medical homes for parents with IDD,
@c% inating care and support services.



FORMAL SUPPORTS NEEDED BY PARENTS
WITH IDD NS

What formal supports are often needed by many pare@@ %c uding

those with IDD? % ®%@

e Parenting classes . @@&s@ortation

* In-home support . @% Mrap around care teams

* Housing help @@ %® * Early intervention
ot

* Child-care assi @ﬁg  Homework help/Tutoring
* Respi @ * Nursing

oS
ot

’ N\

Can you think of any other formal supports?



RELATIONSHIPS %(@

It helps to know what’s in your area. Developing relatlonshlps w@@
individuals or groups that may offer supports and service es your
ability to effectively set up supports for a family. Y onnect with:

e Peer-to-Peer support (Family V0|ces F of Families for Children’s

Mental Health, a local chapter of D Council, Self-Advocate
Group).

e Parenting-support g%grﬁﬁ@i&rventlon Head Start and Early Head Start,

Adult Service

. Paren tion (The Arc chapters, County Extension Agencies,
ty Actlon Programs, School resource coordinators)

@ stem Navigation (Family Voices, Centers for Independent Living, County
Medicaid Programs, Parent Training and Information Centers)



COORDINATION STRATEGIES FOR
HEALTHCARE PROVIDERS: 1"

* |f the family needs healthcare or has healthcare issues, link them @i@h %ocal
healthcare system navigator.

* Engage in community mapping in your region @ y@g array of formal
providers and learn what services they ogﬁ é

* Assist the family to complete an eg e|r informal support contacts and
discuss who might help wi needs

e Start a communit @ W|th local healthcare professionals to share ideas and

support ser |c2 Can be done remotely!

* Ask the %ﬁ%y what type of support helps them given their unique learning needs.

@ itthe number of different providers coming into the family home and assist
others to share expertise with one primary provider.

* Obtain materials on health information written in plain language.




CASE STUDY

Let’s explore how a parent with IDD might utk\iz@f;&%

supports when facing challenges und r@@&@wg a new

prescribed for their child with%@ @I needs.

o)

al and informal

medication



CASE STUDY
S0

Background: g“

* Parent: Mark, a 40-year-old man with IDD, has aé@/@xold child
named Alex who has asthma.

* Informal Support: Mark's nelg a, has been a trusted friend
and provides occasional a &e with household tasks.

* Formal Support: M@r%@ nroIIed in a local disability support program

that offers mg and advocacy services.

i



CASE STUDY
WS
Scenario: %W@@

* Alex's doctor has prescribed a new medication t%@r@ge his asthma
symptoms. @%®
%@t% doctor's instructions

oe, administration, and potential side

 Mark is confused and overwhelms
regarding the medication’s dgse

effects. @F\Qj %@

* Mark struggl comprehend written information provided by the
@@%a and feels anxious about giving the medication to Alex.



CASE STUDY @@
Think about: %W@

 How might Mark utilize informal support (Keysha) |n%@e®§ndmg and

managing Alex's new medication? %

* What challenges might Mark face in c ing the medication
instructions, and how can his form @h program assist himin
overcoming these challenges? \

 What communlcatlon gg%s could healthcare providers use to ensure
Mark's underst e medication's purpose, dosage, and potential
side effects? @

e |f o formal or informal support, what might happen with Alex’s

@ dlcatlon?
Mark didn’t have a formal support program, who could you refer him to
for ongoing support?



CASE STUDY
e

How can the prescribing physician alleviate Mark's confusion regardi I‘
medication? %

* Use Plain Language: The physician should avoid usmg medicalj and explain the
purpose of the medication in simple, easy-to- unders that are accessible to
Mark.

* Provide Written Instructions: Offer w ons in a clear and concise format,
using large font sizes and bullet po hllght key information such as dosage,
frequency, and potential tigf

 Utilize Visual Aids: Inc %@ sual aids, such as diagrams or pictograms, to
illustrate how t er the medication properly and demonstrate any necessary
techni s using an inhaler or measuring liquid medication.

r 3 Questlons Create a supportive environment where Mark feels
table asking questions and seeking clarification about any aspect of the
medlcatlon regimen. Encourage him to voice any concerns or uncertainties he may
have.



CASE STUDY @@

How could you use Mark’s formal and informal supports to ens%@@@

understands his child’s medication and needs?
* With the parent’s permission, request a call or @@@hls neighbor
Wi

(informal support) included to ensure s ith any questions or
needs. é%

e Ask Dad’s disability support prog al support) to assist him.

* Ask the children’s special hea@ ices or health information center for
parents for plain Iangu@g@i@a als on asthma.

e Arrange forap nurse (formal support) or to go to Mark’s home
and show h|m o give the medication.

e Offer Additional Resources: Provide informational pamphlets or refer Mark
to reputable online resources where he can find more information about

@the medication and its usage. Additionally, offer to schedule a follow-up

appointment to review his understanding and address any ongoing
guestions or concerns.



ADDITIONAL RESOURCES - ORGANIZATION &
. a“

The Association for Successful Parenting — supports parents with IDD through educ advocacy,
and support. TASP conducts training for professionals and supports parents IDDto advocate
and share their stories: https://achancetoparent.net/

National Resource Center for Parents with Disabilitigs @@esearch and provides training and
t§ y@I

technical assistance to improve the lives of paren bilities and their families.
https://heller.brandeis.edu/parents-with-dj @

Proud Parents Connecticut ffeﬁ@l language resources chosen by parents with differing abilities
to help parents be t @%ge s they can be. https://www.proudparents.info/

Self Advo@@ Bﬁ)ming Empowered (SABE): National self-advocacy organization.
hm:im.yabeusa.org/

NS
ational Council on Disabilities, Rocking the Cradle Report on Parents with Disabilities:
https://www.ncd.gov/publications/2012/Sep272012



about:blank
about:blank
about:blank
about:blank
https://www.sabeusa.org/

ADDITIONAL RESOURCES - ORGANIZATIOl “%

The Arc of the United States: https://thearc.org/position-statements/parents-with-@%@al-
developmental-disabilities/ @
&

Institute for Exceptional Care (IEC) works to make healthcare better and safer for people with
intellectual and/or developmental disabilities. https: //WWW ie-care.org/

The National Center for Disability, Equity, @ ectlonallty s goal is to lead the nation’s charge
to identify and reduce life- I|m|t|ng |n @n ealthcare, community living, and justice for people
with disabilities. https: //thlnke com/

American Academ g@e@elopmental Medicine and Dentistry is a non-profit, membership
organizati ,«'f‘ interdisciplinary health professionals committed to improving the quality of
h h or people with intellectual & developmental disabilities (IDD).: https://www.aadmd.org/

;ational Council on Disabilities, Rocking the Cradle Report on Parents with Disabilities:
https://www.ncd.gov/publications/2012/Sep272012



https://www.ie-care.org/
https://thinkequitable.com/
https://www.aadmd.org/

Inclusive Health: Caring for Patients with Intellectual Disabilities %“@
https://www.youtube.com/watch?v=yCgKfaBOszE @

Protecting the Rights of Disabled Parents Involved w%&gﬁd welfare system
https://www.youtube.com/watch?v= VzNB|23b

Exploring professionals’ practlces af?@@)ectlves on supporting parents with
intellectual disabilities: a qu e study

https://www.ncbi.nlm. nﬂqﬁﬁ mc/articles/PMC10261979/

Mothers mtﬁiectual disabilities: challenges and resilience
Httpsy/ w.Youtube.Com/watch?V=swdablinodc
St
Promising practices to support parents with intellectual disabilities
Https://cascw.Umn.Edu/wp-content/uploads/2019/11/PN34 WEB508.Pdf



https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10261979/
https://www.youtube.com/watch?V=swdablinodc

ADDITIONAL RESOURCES - LEARNING@®

Supporting people with disabilities in health care settings
https://odpc.Ucsf.Edu/clinical/patient-centered-care/supporting-people @@-d abilities-in-

health-care-settings
®@

Jack’s Basket Communicating Unexpected News Curric is currlculum W|II |mprove
healthcare provider communication and enh
them with the knowledge, strategies, a unication techniques required to deliver

unexpected news to patients a r families without bias.
https://jacksbasket. org[cufr\%\c?ul

What heIp@gn&wﬂh intellectual disability learn parenting skills?
outube.com/watch?v=0jQTz9FINt4

Fa@?ers with learning disabilities: Https://www.Youtube.Com/watch?V=pnel133yo5s0



https://jacksbasket.org/curriculum/
https://www.youtube.com/watch?V=pne133yo5s0
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