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Supporting Families Across a Lifespan
Professional Development Webinar 

(PDW)
February 19, 2016

Ann Robertson, Senior Advisor, IPMG
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IPMG
Professional Development Workshop

This training has been approved for 1.0 Advocare external training credit.  
Case Managers should submit the confirmation of attendance email sent from 
publicrelations@gotoipmg.com, per Advocare instructions, to receive this 
credit. If, for some reason, you do not receive a confirmation of attendance 
email within 2 business days, please contact IPMG customer service at 
customerservice@gotoipmg.com

Within 2 business days of the training, a link to the training recording, 
associated materials, and Q&A will be sent to all registrants and attendees via 
ŜƳŀƛƭ ŀƴŘ ǿƛƭƭ ŀƭǎƻ ōŜ ŀǾŀƛƭŀōƭŜ ƻƴ LtaDΩǎ ǿŜōǎƛǘŜΣ www.gotoipmg.com, and 
social media sites. 

IPMG welcomes and appreciates your feedback!  A survey regarding the 
workshop will launch immediately after the PDW has ended. 

mailto:publicrelations@gotoipmg.com
mailto:customerservice@gotoipmg.com
http://www.gotoipmg.com/
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¢ƻŘŀȅΩǎ !ƎŜƴŘŀ

VLooking at the trends in Indiana for waiver services by age 
groups and living arrangements. 

V[ŜŀǊƴ ŀōƻǳǘ LƴŘƛŀƴŀΩǎ ŎǳǊǊŜƴǘ ƴŜŜŘǎ ǿƛǘƘƛƴ ŀƎŜ ƎǊƻǳǇǎΦ 

VLearn about the current status and emerging national trends 
in supporting families and individuals with ID/DD including 
the Community of Practice (CoP) Project.

V9ȄǇƭƻǊŜ ǘƘŜ ŎǳǊǊŜƴǘ ŎƻƴǾŜǊǎŀǘƛƻƴΥ ά²Ƙŀǘ does it really take to 
ǎǳǇǇƻǊǘ ŦŀƳƛƭƛŜǎ ǘƻ ƘŀǾŜ ŀ ƎƻƻŘ ƭƛŦŜΚέ  

VObtain further resources from the national movement 
ά{ǳǇǇƻǊǘƛƴƎ CŀƳƛƭƛŜǎ ǘƘǊƻǳƎƘƻǳǘ ǘƘŜ [ƛŦŜǎǇŀƴΦέ
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SUPPORTING FAMILIES IN 
INDIANA

Medicaid Waivers

2/22/2016



6

2
/2

2
/2

0
1
6

Waiver Wait Lists

ÅOn September 1, 2012, DDRS began 
implementation of a planned effort to eliminate 
the 10 year wait list for Medicaid waiver services 
for people with Intellectual and Developmental 
Disabilities (I/DD).  

ÅDDRS has, as of the end of 2015, reduced the 
FSW wait list from 15,000 to 2,000. 

ÅWaiver providers have experienced a large 
number of referrals and growth during the last 
3.5 years. 

2/22/2016
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93%

7%

LtaDΩǎ 5ŀǘŀΥ C{² Waiver by Living Arrangements

Living with
Family/Foster Home

Shared Housing

Indiana Trends: Family Setting - FSW
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29%

13%

18%

28%

10%

2%

LtaDΩǎ 5ŀǘŀΥ /LI Waiver by Living Arrangements

Living with Family/Foster
Home

Living Alone or Non RHS
Sharing Housemate

Supported Living One
Housemate

Supported Living Two
Housemates

Supported Living Three
Housemates

Other

Indiana Trends: Family Setting - CIH
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63%

37%

IPMG Data: Total DD Waivers

Family Home Outside of Family Setting

Indiana Trends: Family Setting
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3%

16%

45%

31%

5%

0-10 years

11-20 years

21-40 years

41-65 years

65 Over

IPMG Data: Individuals Served Age Ranges 
all Waivers 

Individuals Served Age Ranges

Indiana Trends: Age Range- All Waivers
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18%

37%

27%

16%

2%

0-10 years

11-20 years

21-40 years

41-65 years

65 Over

IPMG Data:  2015 All Waivers Referrals by 
Age Range

IPMG Data:  2015 Referrals by Age Range

Indiana Trends: Referrals 2015 by Age Range
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7%

22%

34%

37%

1 - 5 years (preschool)

6 - 10 years (elementary)

11-17 years (Middle/High)

18-22 years (Transitional)

IPMG Data: Individuals Served Age 
Ranges all Waivers 

2015:  Referrals Under 22 Years

Future Trends
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Trends Summary

ÅOver 63% of the Individuals served on 
LƴŘƛŀƴŀΩǎ 55 ²ŀƛǾŜǊǎ ƭƛǾŜ ƛƴ ŀ ŦŀƳƛƭȅ ǎŜǘǘƛƴƎΦ

ÅThe age of referrals will continue to decrease, 
expect to see an increased referrals and 
service needs for children under 10 years of 
age. 

2/22/2016
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Input from Intake Department

ÅNeedless to say, Indiana has felt the results of 
this enormous push to eliminate our wait list.

ÅIn preparation for this Webinar, input was 
obtained from our Intake Department, as they 
identified some of their current barriers.
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Intake Survey

Question: In regards to Intake referrals over the 
past year, what age range has been the most 
difficult range to obtain waiver services? 

Answer: 20 years and below, with the range 1-
10 years identified as the most difficult range to 
obtain waiver services.  

2/22/2016
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Intake Survey

Question: Specifically for age range 10 and under, 
what services are the most requested and the most 
difficult to secure? 

Answer:Any type of therapy:

ü Behavior Management

ü Recreational

ü Music Therapy

ü Families tend to want Speech, OT, PT as well, 
however denial from their insurance is first required.  

2/22/2016
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Intake Survey

Question: Specifically for age range 11-20, what services 
are the most requested and the most difficult to secure? 

Answer: 

üAny type of therapy services.
V Behavior Management

V Recreational

V Music Therapy 

üStaffing for Respite, CHIO and PAC services (families 
need these services on weekends or after school).

2/22/2016
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Survey Comments
ÅάwŜŎǊŜŀǘƛƻƴŀƭ Therapy and Music Therapy: There are currently NO 

openings in my area for either of theseΦέ

Åά¢ƘŜǊŜ have been 0 openings for Recreation ǘƘŜǊŀǇȅΧ¢Ƙƛǎ service 
has not been available for over a year in my ŀǊŜŀΦέ

Åά¢ƘŜ waiting list for Recreation therapy is multiple months for most 
providers. It is challenging when a family expects this to be a quick 
process ŀƴŘ ǘƘŜƴ ǘƘŜȅ Ƴǳǎǘ ōŜ ǇƭŀŎŜŘ ƻƴ ŀƴƻǘƘŜǊ ǿŀƛǘƛƴƎ ƭƛǎǘΦέ

Åά{ŜǾŜǊŀƭ of my families have had a hard time finding Behavior 
providers to provide after school hour support or on the weekend.  
The families are being told that their slots for after school hours are 
ŦǳƭƭΦέ 

2/22/2016
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Survey Comments

Åά¢ƘŜǊŜ are families that require after school 
care due to work schedules and this is just not 
available on waiver where I am.  This is a 
question I am often asked, because the regular 
work day extends beyond the normal school 
day. If there are not family members willing or 
able to care for the individual after school then 
it becomes a strain on the family, if they are 
not financially able to afford after school 
ŎŀǊŜΦέ

2/22/2016
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The CORE of a Good Life: Guided Conversations with Parents on Raising Young 
Children with Disabilities

Å ά²ƘŜƴ we talked with parents and providers, they said that many of their 
conversations focused on finding professional services and resources. They 
were seeking therapies and interventions to fix the problems their 
children faced. Both parents and providers spoke of the pressure, stress 
and frustration this created.

Å Parents said they often felt that a lack of resources existed and that they 
had to give up many things that were important to them. The ordinary 
experiences they wanted for themselves and their families did not seem to 
be available or possible.

Å Providers talked about the pressures of mounting paper work and some 
said they worried about becoming robotic in their conversations with 
parents. They wanted to have conversations with parents that supported 
more natural solutions.

Å The comments we heard revealed that so much energy was being spent 
on creating service relationships that little or no time remained to 
consider ordinary or natural relationship, as a way to respond to child and 
family needsΦέ

2/22/2016

Molly Murphy, Ph.D.& Mark Sweet, Ph.D.
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National Conversations
ÅHow do we improve our ability to support 

families? Is it enough to just tell them our 
services are full and they can be placed on a 
wait list?  What else can be done? 

ÅIt is an important time to focus upon others 
ways of Supporting Families in Indiana.  

Å[ŜǘΩǎ ƭƻƻƪ ŀǘ ǎƻƳŜ ƻŦ ǘƘŜ ƴŀǘƛƻƴŀƭ ǇǊƻƎǊŀƳǎ 
and conversations currently in development. 



2

2

2
/2

2
/2

0
1
6

Wingspread Conference In 2011, a group of national 
and state leaders in the 
disability field came 
together at 
WingspreadConference 
Center to provide direction 
and guidance for the shift to 
focus on families. 

As a result of this 
conference, Building a 
National Agenda For 
Supporting Families With A 
Member With Intellectual  
And Developmental 
Disabilities was published. 
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Lifespan Supports

Å Individual  and their families, may need unique different types of 
supports that adjust and change as family members age.

ÅWhen we think of our own families,  each  period of our life comes 
with its own set of rewards and challenges.

Å The role of case managers and providers  are greater than just 
assisting a family to obtain a waiver service.  Families are NOT just 
seeking services, they are looking for guidance and education to 
support each life stage. 

Å[ŜǘΩǎ ƭƻƻƪ ŀǘ ǎƻƳŜ ƻŦ ǘƘŜ ǎǳǇǇƻǊǘǎ ǘƘŀǘ ƘŀǾŜ ōŜŜƴ ƛŘŜƴǘƛŦƛŜŘ 
through each lifespan period. 

2/22/2016
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Starting a New Family Journey
Infancy 0 -3

When a child is identified with a 
disability families should:

ü Receive accurate information 
about the diagnosis 

ü Have an opportunity to meet with 
other families 

ü Obtain information and  receive 
training for their extended family 
(sibling support groups, 
grandparent support, etc.)

ü Meet youth, and adults with 
disabilities or hear positive stories  
so they begin to shape a positive 
vision for the future

ü Get connected with advocacy and 
family organizations to begin 
learning advocacy skills that can 
help them along the way
Building A National Agenda For Supporting Families With A Member With Intellectual And Developmental Disabilities
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Early Childhood 
Ages 4 -6

Beginning in early childhood, 
families want:

üTraining and information to 
become an empowered 
advocate who can positively 
express hopes for their 
ŎƘƛƭŘΩǎ ŦǳǘǳǊŜ

üAccess to integrated 
inclusive experiences 

üEarly education services and 
supports

Building A National Agenda For Supporting Families With A Member With Intellectual And Developmental Disabilities
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School Years (Elementary and Middle)  
Ages 6 -13

During school years, families want:

1. Help and assistance as they navigate: 

Á Individuals with Disabilities 
Education Act (IDEA)

Á Medical providers

Á School districts

Á State disability systems

2. Advocacy and training in best 
practices (inclusion, self-
determination, future planning etc.)

3. Community contacts inside and 
outside of the disability world

4. Increased relationships and networks 
that provide natural supports. 

Building A National Agenda For Supporting Families With A Member With Intellectual And Developmental Disabilities
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Transition To Adulthood (High School Transition) 
Ages 14 -21

ά¢Ǌŀƴǎƛǘƛƻƴ ŦǊƻƳ ǎŎƘƻƻƭ ŀƎŜ ǘƻ ŀŘǳƭǘ ƭƛŦŜ ƛǎ ŀƭǿŀȅǎ ƛƴ 
ǘƘŜ ōŀŎƪ ƻŦ ŀ ŦŀƳƛƭȅΩǎ ƳƛƴŘΦ 

Á It is never too early to address planning for the 
future, including financial savings, post-secondary 
education plans and employment while children 
are still in school. 

Á The transition from high school can be one of the 
most complex times in the life of the individual and 
the family. 

Á Families want to draw upon all community and 
generic resources available to help their now adult 
child plan a life that is community-based, where he 
or she has a job, home, and relationships just like 
their peers without ŘƛǎŀōƛƭƛǘƛŜǎΦέ

Building A National Agenda For Supporting Families With A Member With Intellectual And Developmental Disabilities
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Adult Life 
Ages 22 - 62

Å ά¢ƘŜ ŀŘǳƭǘ ŦŀƳƛƭȅ ƳŜƳōŜǊ ƳƻǾŜǎ ǘƻǿŀǊŘ ŀ ǎŜƭŦ-
determined life on his or her own, that includes 
beginning to search for work, find a place to call 
home, choose friends, including sexual partners, 
and maybe decide to start his or her own family.

Å Family members, including siblings, still have a 
critical role in ensuring access and coordination of 
the supports needed whether the individual is living 
with them or in their own home. 

Å Educated and empowered families will have learned 
and taught their children how to live a life based on 
self-determination and community ǇŀǊǘƛŎƛǇŀǘƛƻƴΦέ

Building A National Agenda For Supporting Families With A Member With Intellectual And Developmental Disabilities
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Golden Years (Retirement) 
Ages 62 and Older

Á The time comes when aging caregivers are 
beginning to have care-giving needs of their 
own and it is more difficult for them to play an 
active role in the lives of their grown children. 

Á This is a time of life many parents and families 
dread as they think of what could happen to 
their adult child with a disability if they or 
siblings are no longer around. 

ÁWhen life-span education and supports to 
families are in place ςand when that 
education includes future planning ςthese 
fears can be lessened and planful rather than 
crisis ŘǊƛǾŜƴΦέ

Building A National Agenda For Supporting Families With A Member With Intellectual And Developmental Disabilities
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Conclusions: Recommendations 
For A National Agenda 

ÅOut of this conference, a recommendation was made 
to develop and fund a National Supporting the Family 
Initiative. 

ÅThis initiative is to gain consensus on issues related to:
üSupporting families at both the national and state level to 

inform and identify policy for advancing family supports. 

üFocus on working together to define and build 
collaborations within and outside the disability system 
for supporting families across the lifespan, ensuring that 
community integration is the standard of all thework. 
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TheSupporting Familiesproject

TheSupporting 
Familiesproject is 
operated under a five 
year grantawarded to 
NASDDDS by the 
Administration on 
Intellectual and 
Developmental 
Disabilities (AIDD) 
beginning October 2012.

Five states were selected 
for participation in the 
initial grant. Missouri was 
selected to be a mentor 
state. 

Washington, Connecticut, District of Columbia (DC), Tennessee, 
Oklahoma, Missouri (mentor state)
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Looking at CoP project

ÅA Community of Practice (CoP) is a group of 
people that come together to focus on and 
study a specific topic or issues. 

ÅThe project will form a national community of 
practice for the participating states to share 
information and learn from each others 
experiences.

2/22/2016
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Grantees 

ÅTechnical Assistance from National Staff
ïMonthly Calls with All States
ïOne on One TA calls with Teams or Facilitator
ïYearly Face to Face Meeting
ïAnnual TA visit in states
ïTopical Specific Webinars (Family Networks, Framing)

ÅTechnical Assistance and Knowledge Translation 
ïNational Webinars on Learning 
ïIssues Briefs
ïE-newsletter
ïIncreased Social Media Presence

2/22/2016
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