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JCIH 1994 Position Statement

Part IV. Early Intervention:

“Components of an early intervention program for children
with hearing loss and their families should include: Family
support and information regarding hearing loss
... Professional, consumer, state and community-based
organizations should be accessed to provide ongoing
information regarding legal rights, educational materials,
support groups and/or networks, and other relevant
resources for children and families.”
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JCIH 1990 Position Statement

* Proposed newborn hearing screening for high
risk population

* “Family education, counseling and guidance
including home visits and PARENT SUPPORT
GROUPS to provide families with
INFORMATION, child management skills and
EMOTIONAL SUPPORT consistent with the
needs of the child and family and their culture”
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PEDIATRICS

OFFICIAL JOURNAL OF THE AMERICAN ACADEMY OF PEDIATRICS

Evaluation of the Universal er\};bm Hearing Screening and Intervention
rogram
Shanna Shulman, Melanie Besculides, Anna Saltzman, Henry Ireys, Karl R. White
and Forsman

ene
Pediatrics 2010:126:519.S27
DOL 10.1542/peds.2010-0354F

The online version of this article, along with updated information and services, is
located on the World Wide Web at
http:/iwww peduatrics.org/egi/content full/1 26/Supplement_1/519
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Evaluation of the Universal Newborn Hearing
Screening and Intervention Program
Shulman et al; Pediatrics 2010

* 38 states estimated that only 40%
families linked with support
programs

1/3 of UNHSI providers’ had insufficient
knowledge about family support
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Evaluation of the Universal Newborn Hearing
Screening and Intervention Program
Shulman et al; Pediatrics 2010

* 38 states estimated that only 40% families
linked with support programs

* 1/3 of UNHSI providers’ had
insufficient knowledge about family
support
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Problem:
Developmental Emergency
without
Emergency Assistance
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Smart Family Support

* Effective .

— Maximize Benefit
—Universal

Efficient

—Minimize cost
—Just In Time (JIT)
—Keep It Simple (KIS)
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Step 1: Identify Parent Needs

Audiology

9) Hearfmart ‘

Who is the parent?

Identifying Parent Needs:

9)) Hearfmart

Audiology




The parent has normal hearing

100%

0%

e o
Do you have normal hearing?
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The parent was caught off-guard

100%

Yos No
When you found out your child has hearing loss, did you expect it?
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The parent does not have peers

100%

@%

0%

Yes o

When you first learned about the hearing loss, did you already know another parent?
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The parent has missing information

20%

0%

Yes Ne

Did you feel fully equipped with the knowledge of how to raise a child with hearing loss?
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The parent has strong emotions

“Crushed”
“Overwhelmed”
“Shocked”
“Confused”
“Devastated”
“What did | do wrong?”

How did you feel when you were first told your child has hearing loss?
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Summary: Identify Parent Needs

Who is the parent?

Normal hearing

Did not expect this

Has “unknown” Peers =

Lacks education and information
* Strong emotional reaction to “emergency”
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Step 2: Address Parent Needs
W3 T R '{"I

* Psychosocial needs
e Psychoeducational needs
e Psychoemotional needs
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How do parents want their needs met?

ﬂ I

Addressing Parent Needs:
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Written Information is slightly helpful

How helpful was written paperwork/informational folder?
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Phone calls are forgotten

Extrarnely Hlptt
Very Helphu
Sighty Heiphul

Mot too helptul eally

1ot know,
onit recall recening
a phone e

13 0% 0% 0%

How helpful was the parent phone call?
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Support groups are extremely helpful
| |

Viery heiphul
Sty gt

Nottes heighul ety

1 don't know. I've.

faceto-ace mestng
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How helpful are face to face support group meetings?
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Parents choose support groups

Focetaface supron
stings hesd
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If you could choose only one form of family support, which would it be?
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Support groups over other supports
I

0% 20% 0% 0% s0%

Where do you find the most support to address your needs?
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Parents recommend support groups

2% 0% &% 1005

Would you recommend a support group to other parents?
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Summary: Address Parent Needs
How do parents want their needs met?
* Support group meetings
* that gatherin person
* onaregular basis
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Support Group Meetings

e Critical factors

* Regularly
scheduled

* Face to face
meetings
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Support Group Meetings

Central Location | ™
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Support Group Meetings

Sunmy  |Monmy |Tossday |Wesnesssy [Trusssy |Frmy | Ssway

Fixed-Frequency and Re-occurring
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Support Group Meetings
I-r,rb\eg::v:fnctli]ild r ) s‘ ‘]

* Degree of hearing loss

* Type of hearing loss
* Access to sound type

* Mode of communication
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Make it Universal- Welcome All!
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Support Group Meetings

a’;{pgrdmy Dreams

Parents of Children with Hearing Loss.
E
7;0’; :.nzr;'o'rgpuﬁw of odd numbered months

Getting parents there
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Support Group Meetings

Refreshment Sign-ups & RSVPs encourage attendance
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Support Group Meetings

For every 1000 babics born, 2 1o 3 of the
permanent hearing loss.

The pamnlﬁ nl‘thm. 2- |h.1h4 ill likely have
or

Electronic Communication- Website
©)) Hearfmar

Support Group Meetings

With a parent email list, you
can:

e Share local info

¢ Send reminders of meetings
e Ask for RSVP to meetings

e Enhances attendance

¢ Encourages commitment

Electronic Communication- Email
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Support Group Meetings

Google
111,

-

J‘J_]L_l

facebook |hox

Electronic Communication- Social Networking
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Support Group Meetings

Ground Rules for Support Groups

o psyencisgical PO 15 mamers
citate e o

y is essential, we expect that each person wil respect and maintain the confidentiaity of the group. What
to be repeated or dscussed 3t any other time of place.

We are here 1o share our own feelngs and expenences; we try ot to gve aavice.
We each share the responsibity for making this group work.
W ry 10 accept peope, ust a5 they are. and wé avoid malking judgments

We ry 1o give everyone an opportunty fo share

2

3

4

5

6. W have the TNt 10 5pEak and the TNt 10 remain siient

7. WWe: grve SUPPOTIIVE BNENtion 10 the PerS0n Who 1S SPEAKNg and 2vox) SISe CONVersatons.

& We avoid inferrupting. If we do break in, we refum the: conversation 1o the person who was speaking.

9. We have the nght 10 sk questions and the rght 10 refuse 1o answer

10. We try o be aware of our own feeings and talk about what is present 10 us now. rather than what ife was Iie for us in the past

1. We 00 ot dis¢uss GFoup MEMbErs who are ol present

gin and end our meetngs on time:

Ground Rules
Q) Heafmart

Addressing Parent Needs
In the support group setting

/. f,:‘|

¢ Psychosocial needs
* Psychoeducational needs

e Psychoemotional needs
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The Psychosocial need:
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Introductions
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The Ps chosocial ned:

Introductions
9) el

The Ps chosocial ned:

Nametags
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e Establishing parent

¢ Enabling relationships to

The Psychosocial need:

connections

form outside of the group
setting
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The Psychoeducational need:

Lesson ToAaq:

opics

Just in Time (JIT) Information
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The Psychoeducational need:

Ay

Guest speakers
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The Psychoemotional need:

Outsource?

T
3
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The Psychoemotional need:

Irvin Yalom, M.D.

Most noted expert of
Group Psychotherapy
Emotional needs met
through group meetings
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Dr. Yalom’s 11 Therapeutic Factors
Instillation of Hope
Universality
Imparting Information
Altruism
Corrective Recapitulation of the primary family experience
Development of socializing techniques
Imitative Behavior
Interpersonal Learning
Group Cohesiveness

. Catharsis

Existential Factors
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1.
2
3
4.
5.
6
7
8
9.
10.
1.

Dr. Yalom’s Therapeutic Factors
Instillation of Hope
Universality
Imparting Information
Altruism
Corrective Recapitulation of the primary family experience
Development of socializing techniques
Imitative Behavior
Interpersonal Learning
Group Cohesiveness
Catharsis
Existential Factors
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Dr. Yalom’s Therapeutic Factors
* Instillation of Hope
* Universality
* Imparting Information
e Altruism
* Interpersonal Learning
* Group Cohesiveness
* Catharsis

as they apply to a parent support group model
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The Psychoemotional need:

* Instillation of Hope

* Universality

* Imparting Information
e Altruism

* Interpersonal Learning

* Group Cohesiveness

e (Catharsis
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The Psychoemotional need:

* Instillation of Hope

e Universality

* Imparting Information
*  Altruism

* Interpersonal Learning

* Group Cohesiveness

e Catharsis
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The Psychoemotional need:

* Instillation of Hope

¢ Universality

* Imparting Information
*  Altruism

* Interpersonal Learning
* Group Cohesiveness

* Catharsis
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The Psychoemotional need:

* Instillation of Hope
* Universality \!
* Imparting Information Y
e Altruism
g "

* Interpersonal Learning
* Group Cohesiveness
* Catharsis
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The Psychoemotional need:

* Instillation of Hope

e Universality

* Imparting Information
e Altruism

* Interpersonal Learning

* Group Cohesiveness

e Catharsis
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The Psychoemotional need:

Instillation of Hope
Universality

Imparting Information
Altruism

Interpersonal Learning

Group Cohesiveness
Catharsis
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The Psychoemotional need:

Instillation of Hope
Universality

Imparting Information
Altruism

Interpersonal Learning

Group Cohesiveness

Catharsis
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Accomplished: Instillation of Hope

92%

Do you feel more hopeful about your child’s future since attending a support group?
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Accomplished: Imparting Information

100%

0%

Yes No vs nover ateted s

facericiace parent
9o gromp mbeting

Have you gained information and education that helps by attending a support group?

) e

|

Accomplished: Altruism

100%

w%

Yes No ve neves attended 8.
Fatat e perit
‘suppon group meeting

Do you believe you’ve helped another parent by attending a support group?
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Accomplished: Group Cohesiveness

100%

w%

ve neves attended 8.
Fatat e perit
‘suppon group meeting

Do you feel more “connected” with other parents since attending a support group?
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Accomplished: Universality

100%

60%

" 3
‘suppor group for perents tome i as. pectanito me because
ants & comicrtng oup s avaistiet regsy Send o 31

| feel comforted knowing that there is a support group available if | ever needed it.
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The Group Facilitator

Parent/Peer driven Professionally led
¢ Genuine Empathy
¢ (Cost effective??

Objective clarification

Volunteer??

¢ (Can become Exclusive
* Risk of Focus shift

* Strong personality domination
¢ Lack of uniformity

Regulates Universality

Acts as a Filter
Regulates ground rules

Exhibits uniformity
¢ Lack of neutral moderator

 Children grow up!

e Acts as a neutral moderator

Stable, open-ended structure
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0% 77 %

Parents should be  Support groups should
responsible...for be made possible by
support groups professionals...
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Hear My Dreams

Established 2007

Support Group for Parents of Children with Hearing Loss
9) ey

Tylng ltall together

Annual Meet and Greet
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Large Catchment Area

Western

L, Central
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www.hearmydreams.com
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Thank You!
hearsmartaud@gmail.com
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