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Welcome—2023-24

2023-24 cycle:

e |PS: 32 states

e AFS: 14 states

e FGS: 14 states

e CFS: 8 states

e NCI State of the Workforce IDD: 29 states

ODESA:

IPS — out of 34 total, 20 were customized

Family surveys — out of 40 total, 35 were
customized
THANK YOU TO ALL WHO WORKED ON AND PARTICIPATED IN THE 2023-24 SURVEY CYCLE!




NCI-IDD in 2023-24

HCBS Quality Measure Set Experience
of Care Measures include several (35) Access Rule and MFP requirements
NCI-IDD and NCI-AD Measures.

NCI-IDD related presentations at conferences such as IASSIDD, HCBS, ANCOR,
AAIDD, AUCD, TASH, AcademyHealth, Reinventing Quality, and more

Several webinars and podcasts highlighting NCI-IDD data such as the Boggs
Center Webinar Series, AAIDD webinar series, CMS webinars on the HCBS
QMS, NADSP member webinars, and more




NCI-IDD in 2023-24

DuBois, L., Bradley, V. & Isvan, N. (2024) An
observational investigation of unemployment,
underemployment and competitive integrated
employment of people with intellectual and
developmental disabilities in 2021-22. Disability
and Health Journal (In press)
https://doi.org/10.1016/j.dhjo.2024.101620

Bradley, V., Hiersteiner, D., Rotholz, D., & Li, H.
(2024) What do NCI data tell us about people who
need support for self-injurious behavior? In Lloyd-
Richardson, E., Baetens, I., & Whitlock, J. (Eds.) The
Oxford Handbook of Nonsuicidal Self-Injury, Oxford
University Press.


https://doi.org/10.1016/j.dhjo.2024.101620

Still to come from NCI-IDD in 2024-25

Presentations at NADD,
NDSS Adult Summit,
Respite Virtual Research

Summit, NASDDDS Annual

Meeting, and TASH

Webinars with NDSS for
NDEAM (October), Sarah
Taub webinar (December)

y

PQM process to maintain
endorsement of 14 NCI-
IDD IPS measures

ODESA 2.0




* 30 states and counting

* Conferences...and lots of them

* Social isolation, food insecurity, OAA, healthy
N CI_AD aging, caregiver arrangements
* Innovation in state use of data

* Including benchmarks in Master Plans on Aging,
Linking data

Updates

* Researchers using data
e UMN, Brandeis, MACPAC




One Slide Challenge

1) What is one exciting way you've used NCI-IDD data this year?
2) Share one product/resource your team has created using NCI-IDD data
3) How is your state using NCI-IDD State of the Workforce Data?

4) In your state, are there any efforts underway or planned to address racial/
ethnic disparities (in outcomes, access, service utilization, etc) using NCI-IDD

data?

5) What’s your greatest accomplishment with NCI-IDD this year?
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The colors of the Northern. ..
- Lights are dependent on gas
‘and electrons in the
. atmosphere.

NCI-IDD: Adult & Child Family and State of the Workforce Surveys

* Several stakeholder presentations

* Continued outreach on NCI purpose and importance

« Statewide program evaluation

* Trends for direct care workforce

* Interest in care coordination, employment, isolation data by
subpopulations

* Planning future NCI survey cycles

* (Consideration of NCI in the context of the CMS Access Rule

W% UNIVERSITY of
ALASKA ANCHORAGE.




Connecticut 2023-2024

Greatest Accomplishment with NCI-IDD

Increased Response Rate with

Individuals with IDD

599, == 70%

2022-2023
357/602

2023-2024
423/603

New Strategies

L1 [7] b

Extra Surveyor Survey Mode Improved Proxy
training Flexibility Determination
Process




DC’s efforts underway planned to address racial/ethnic disparities
(in outcomes, access, service utilization, etc) using NCI-IDD data.

_ NCI-IDD Average Survey Result DC Survey Result

» Staff are respectful of person’s
culture 94% 85%

v

» Person can talk or
communicate with staff in their 97% 91%
preferred language

DC’s Racial Equity Action Plan
A process and an outcome.

Process Outcome
» Increase training to agency staff and » Mirror agency training in the provider
providers to ensure cultural competency community to ensure consistency and

application of person-centered thinking

» Ensure that workflow processes incorporate » Increase equal access to resources and
equal access to services and information opportunities to increase personal growth and
for all persons served development

LIFE. YOUR WAY.
Department on
Disability Services

10



INDIANA INSTITUTE ON

DISABILITY AND COMMUNITY

#1 Using NCI Data

Living Well grant
outcome measures

Medicaid Waiver
Performance
indicators

Independent
Assessment of IN Case
Management
Innovation 1915(b) (4)

Indiana NCI-IDD 23 /24

#2 Products and

Resource

Certificate of
Appreciation

Surveyor
PowerPoint

Surveyor
Thank You

#3 State of the

#4 Addressing

Workforce Disparities

Bi-lingual surveyor
for Spanish-
speaking families

NCI Recruitment
. and Informational
Evaluating Material

Enhanced
FMAP Project

Proportional
Sampling/Target
Numbers within BDS
Districts

Analyses within
diverse BDS
Districts

Indiana Bureau of
Disabilities Services

#5
Accomplishments

Data Quality
Review
Protocols

Relationship

Building with

Providers and
Families

All people are empowered to live, love, work, learn, play and pursue their dreams.



Louisiana

= Discussing initiatives and strategies,

using workforce data as a tool, to
pursue additional funding to increase
salaries and incentives for DSPs in
Louisiana

" Record number of Adult Family Surveys
completed during last survey cycle




MISSOURI DIVISION OF

Utilizing SoTW Data to Support DEVELOPMENTAL

DSP Wages

Average DSP Starting Hourly Wage in
MO (2018-2022) In MO, the NCI SoTW is utilized to track

DSP wages and advocate for rate
$14.86 increases.

* NCI SoTW data is used to educate legislators on
512.84 the need for higher wages for the DSP workforce.
$10.73 -39 « InFY22, $375 million was appropriated to
51015 increase DSP wages and to standardize rates
across service types.
In FY23 and FY24, the MO General Assembly
appropriated additional funds for rate increases.
As of July 1, 2024, rates were increased
to a starting DSP wage of $17.02!
The NCI SoTW will continue to be used to
monitor the needs of the DSP workforce and
drive future policy and compliance decisions!

2018 2019 2020 2021 2022

https://dmh.mo.gov/dev-disabilities MISSOURI DEPARTMENT OF MENTAL HEALTH



NEBRASKA-

Good Life. Great Mission.
Department of Health and Human Services

:aiiNCI1- IDD

The 2022-2023 National Core Indicators Intellectual and Developmental Disability (NCI-IDD) In-Person Survey
(IPS) MNational Report was released on July 23, 2024
SAMPLE SIZE

Mebraska DHHS Division of Developmental Disabilities
contracts with Munroe Meyer Institute (MMI), at the University 420 adult
of Mebraska Medical Center to conduct the survey. mcemngaDDuw:ver

AGE AND GENDER services in Nebraska.

average age:
{42 years ég CHOICE AND DECISION-MAKING
41%

mm MNebraska MNational Average
96% 96% 95%

EMPLOYMENT = 83%
Nebraska: National S 75%
31% have a Average:
paid job in their 17%

communlty
Decide or help Choose or help Input choosing  Help make their
decide daily  decide what to buy regular day own service plan
schedule activities

Mebraskais inthe Top 10 states for people making

MNational Average = 3
= their ovwn service plans!

Employment Goal 25%
Nebraska Employment ROUTINE MEDICAL CARE
I I 5 15
Go= Occured within the Last Year

23% 91%
— M ebraska
TE%

SOCIAL CONNECTEDNESS

Often Feel Lanely

Mational
Average

Annual Physical Routine Dental Exam
Mebraska 296

rational Average 1396
Mebraska is #1 for Routine
Dental Carel

The NCI-IDD In-Person Survey showed areas of opportunity related to the workforce. Nebraska results were near the
national average in most categories. Survey results for "staff do things the way the person wants them done (Mational
Awverage 86% / Nebraska Average 83%) and “person’s staff change to often” (Mational Average 40% / NMebraska Average
RR%) indicate where services in Nebraska have a neaed for imnrovemeant

Paul Edwards
531-249-8789
Paul.Edwards@Nebraska.Gov

DHHS.ne.gov U

@NEDHHS NebraskaDHHS @NEDHHS

Helping People Live Better Lives.

Nebraska — One page at a
glance social media campaign

* Our Quality and Communication teams collaborated to
develop messaging that allows individuals to explore the
findings from the NCI — IDD surveys from across the State of
Nebraska. Each “One Page at a Glance” permits individuals to
explore the questions answered by survey respondents in a
straightforward and uncomplicated fashion.

* A complimentary social media campaign is developed around
each “One Page at a Glance” to disseminate the information and
direct the recipients to additional resources at DHHS and other
supportive entities across the State of Nebraska

NEBRASKA

Good Life. Great Mission.

DEPT. OF HEALTH AND HUMAN SERVICES



mailto:Paul.Edwards@Nebraska.Gov
http://dhhs.ne.gov/Pages/default.aspx

NEBRASKA

Good Life. Great Mission.

DEPT. OF HEALTH AND HUMAN SERVICES

DD Council
is interested

How the NCI Data Dashboard has
Increased Community Engagement

[t
2)

in Community
employment .| Advisory B
data Board is Disability
interested in & Rights NE is k
increasing seeking People First
rural ways to committed
participation increase to UCEDD is
engagement increasing developing
with NCI shadow a user-
data surveying friendly
dashboard

The Nebraska NCI Data Dashboard Gets Data to
Stakeholders

UNIVERSITY CENTER FOR EXCELLENCE IN DEVELOPMENTAL
DISABILITIIES

Nebraska’s UCEDD. Faculty and staff, including the NCI team, attend.

DISABILITY RIGHTS NE

The state’s Protection and Advocacy system for individua
disabilities. Staff and board members attend.

ANNUAL
TRI-BOARD MEETING

An 8 hour meeting that
centralizes NCI data and
critical topics important to the
DD community

DD COUNCIL

Governor appointed; 60% of members have a
disability or are family members

PEOPLE FIRST NEBRASKA

Disability advocacy organization and a part of the
Nebraska Disability Advocacy Network

COMMUNITY ADVISORY BOARD

Nebraska UCEDD’s community advisory council;
membership is primarily held by individuals with
l.l‘ ana aren

Helping People Live Better Lives
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NCI State of the Workforce Survey

.ge of DSPs

Search:

New and improved data dashboards
:
(Tableau) replacing former o

Infographics and tables on website; S oo -

55+ years old 9,156 205%

ability to filter by 5 OPWDD regions
and automate reporting consistent —

vey Is a national

Wlth H S R I ¥ provider agen

" Roglonr.[«}

Region 1

>
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InCIUS|On Of OPWDD State Operated Age 1824 yeasold 7047 156%

. . 25-34 years old 11409 253%
Agencies were asked to provide counts of DSPs on payroll who fell

D S P I d d f N t' I into the following age categories Out of the 204 responding 3544 years old 7882 175%
S exc u e ro I I l a I O n a agencies in All Regions, 189 agencies provided the ages of their ’

DSPs, or 92.6% 45-55 years old 7219 160%

Reporting but for internal o
comparison)

Statewide response rate: beginning 2021 2022 2023

_ _ Response Response Response
to increase post-pandemic due to Rate Rate Rate

concerted outreach effort by OPWDD 62% 60% 77%

Contacts: Olivia.G.Popiel@opwdd.ny.gov
Sara.E.Berg@opwdd.ny.qgov



mailto:Olivia.g.Popiel@opwdd.ny.gov
mailto:Sara.E.Berg@opwdd.ny.gov

‘
" Improving Oral Health of Ohioans with Developmental Disabilities

Need Identification |V Strategy

= NCI dental data prompted
DODD to assess Medicaid
claims:;

= 67% of people served did
not have a dental claim
within the last year

= Data also indicated a lack of
Medicaid dental providers and
waitlists approaching 2 years for
services

(8\/.1 Department of

= Data-driven advocacy led to the inclusion of
|/DD considerations in The State of Ohio’s Oral
Health Plan:

* Funding for Ohio State’s Developmental and
Intellectual Disabilities Dental Certificate
Program for Community Providers

» Enhanced Medicaid reimbursement,
including a behavior management code for
dentists

= Working towards permitting Ohio's primary
care providers to use silver diamine fluoride
for cavity management

¥ Developmental
v’ Disabilities

dodd.ohio.gov



PRESENTATION

National Core Indicators “One Slide Challenge”

1.

How Is Oregon using NCI Data?

Strategic Plan measures reported on annually

Annual Direct Support Professional workforce report
completed by UCEDD—multi-year data now

Developed NCI data briefs shared with partners which
Include prompts to discuss metrics that show
underperformance

Four topical analysis report (Health indicators, Case
Management, Loneliness, Housing Satisfaction) developed by
UCEDD that includes recommendations for action

. NCl data & Service Equity

Oversampling populations in our Adult In-person Sample

Expand translated documents (more than just English and

Spanish) NO.
) Oregon Department

of Human Services
INTELLECTUAL/DEVELOPMENTAL DISABILITIES




PA’s Use of NCI-IDD and IM4Q Data to Address Racial Disparities

is also celebrating its 25th year in 2024-2025!!
For 2024-2025, ODP completely revamped our sampling strategy to
begin collecting data for the CMS Quality Measure Set.

o From completely random — specific subpopulations taking into consideration
race, ethnicity, gender, and residential demographics.

=  Will continue to be stratified by County and County/Joinder.
o This will be the most representative sample that PA has ever had.

= Not only for the NCI sample (717) but for the IM4Q sample as well
(4,060), totaling 4777 surveys.

= This will also better support recommendations by the Information
Sharing Advisory Committee to achieve goals outlined in ODP’s Everyday
Lives publication, especially Recommendation 14 to promote Racial

Equality.
o Goals to promote racial equality:
v’ Breakdown by race in data analysis and reporting
v" Peer training for self-advocates on racial bias and racial equity
v" Provide tools to promote diversity and inclusion
v" Explore ethnicity data availability

vy

9/24/2024 19 =0

Pennsylvania
Department of Human Services



https://home.myodp.org/everydaylives/
https://home.myodp.org/everydaylives/

Share one
product/resource

your team has
created using NCI-
IDD data

Wlsﬂam'ﬁe} [areers

Certified Diru;tCnu Professional

Improve caregiver competencies
Create a pathway for advancement

Increase the number of direct care

workers

Improve sustainability of the

workforce




Wyoming

Home and Community Based Services

> What is one exciting way you’ve used NCI-IDD Data thi

»Survey says that 88% of participants have adequate
transportation.

»How can Waiver participants experiences be translated t
Medicaid programs?



The Quality Measure Set and
Access Rule Implementation

A timeline of the Rule and overview of the Quality Measure Set
implementation




HCBS Quality Measure Set Timeline

RFI seeking feedback /Informational Bulletins
on a draft set of _ Call for Workgroup
recommended HCBS LTSS Quallty M.e.asu.res Nominations and
measures Access NPRM Technical Specifications Measures Changes
\_ | ) \and Resources Manual )
21 July 2022 25 January 2024 11 April 2024  Late September 2024
o ° o ° o 0 o °
September 2020 ~ 3May-2July2023 April 2024 July 2024 |
SMDL 22-003 released CMS outlines Final Access Rule Additional MFP
requirement for MFP released guidance expected
Grantees from CMS

i,

[

/RER
@
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Quality
Measure Set

Measures address HCBS quality and
outcomes related to:

HHHE HCBS settings requirements and
community integration

CMS guidance can be found at: HCBS Measure Set SMDL (medicaid.qov)

2024 Home and Community-Based Services (HCBS) Quality Measure Set (QMS):
Informational Bulletin updating the 2022 HCBS QMS.

Home and Community-Based Quality Measure Set Reporting Requirements for Money
Follows the Person (MFP) Demonstration Grant Recipients: Informational Bulletin

addressing requirements and expectations for reporting populations, timeframes,
required measures, stratification, and sampling.

2024 Long-Term Services and Supports (LTSS) Quality Measures Technical Specifications
and Resource Manual: introduces a set of measures for Medicaid fee-for-service delivery
systems that correspond with measures for Medicaid managed care programs.



https://www.medicaid.gov/federal-policy-guidance/downloads/smd22003.pdf
https://lnks.gd/l/eyJhbGciOiJIUzI1NiJ9.eyJidWxsZXRpbl9saW5rX2lkIjoxMDIsInVyaSI6ImJwMjpjbGljayIsInVybCI6Imh0dHBzOi8vd3d3Lm1lZGljYWlkLmdvdi9mZWRlcmFsLXBvbGljeS1ndWlkYW5jZS9kb3dubG9hZHMvY2liMDQxMTI0LnBkZiIsImJ1bGxldGluX2lkIjoiMjAyNDA0MTEuOTMyMTU5NzEifQ.nxccuztxNABXYBXQZgEEm0H88cQqqVHQ-A2THvjC5PE/s/364479380/br/240575826786-l
https://lnks.gd/l/eyJhbGciOiJIUzI1NiJ9.eyJidWxsZXRpbl9saW5rX2lkIjoxMDMsInVyaSI6ImJwMjpjbGljayIsInVybCI6Imh0dHBzOi8vd3d3Lm1lZGljYWlkLmdvdi9mZWRlcmFsLXBvbGljeS1ndWlkYW5jZS9kb3dubG9hZHMvY2liMDQxMTIwMjQucGRmIiwiYnVsbGV0aW5faWQiOiIyMDI0MDQxMS45MzIxNTk3MSJ9.uylwi1dEwTXmiztWOfwXtZWudSs0fBrCJ4TMdvBDta8/s/364479380/br/240575826786-l
https://lnks.gd/l/eyJhbGciOiJIUzI1NiJ9.eyJidWxsZXRpbl9saW5rX2lkIjoxMDMsInVyaSI6ImJwMjpjbGljayIsInVybCI6Imh0dHBzOi8vd3d3Lm1lZGljYWlkLmdvdi9mZWRlcmFsLXBvbGljeS1ndWlkYW5jZS9kb3dubG9hZHMvY2liMDQxMTIwMjQucGRmIiwiYnVsbGV0aW5faWQiOiIyMDI0MDQxMS45MzIxNTk3MSJ9.uylwi1dEwTXmiztWOfwXtZWudSs0fBrCJ4TMdvBDta8/s/364479380/br/240575826786-l
https://lnks.gd/l/eyJhbGciOiJIUzI1NiJ9.eyJidWxsZXRpbl9saW5rX2lkIjoxMDQsInVyaSI6ImJwMjpjbGljayIsInVybCI6Imh0dHBzOi8vd3d3Lm1lZGljYWlkLmdvdi9tZWRpY2FpZC9tYW5hZ2VkLWNhcmUvZG93bmxvYWRzL21sdHNzLXRlY2gtc3BlY3MtcmVzLW1hbnVhbC5wZGYiLCJidWxsZXRpbl9pZCI6IjIwMjQwNDExLjkzMjE1OTcxIn0.OIkAO_gDLpRXm3vD1ALSq21YdoyjZK1OWB9a7GcRrVE/s/364479380/br/240575826786-l
https://lnks.gd/l/eyJhbGciOiJIUzI1NiJ9.eyJidWxsZXRpbl9saW5rX2lkIjoxMDQsInVyaSI6ImJwMjpjbGljayIsInVybCI6Imh0dHBzOi8vd3d3Lm1lZGljYWlkLmdvdi9tZWRpY2FpZC9tYW5hZ2VkLWNhcmUvZG93bmxvYWRzL21sdHNzLXRlY2gtc3BlY3MtcmVzLW1hbnVhbC5wZGYiLCJidWxsZXRpbl9pZCI6IjIwMjQwNDExLjkzMjE1OTcxIn0.OIkAO_gDLpRXm3vD1ALSq21YdoyjZK1OWB9a7GcRrVE/s/364479380/br/240575826786-l

Measures in HCBS Quality Measure Set
QE Coericnceof Care datasourcesinclude:

*NCI-AD
*NCI-IDD
*POM

e HCBS-CAHPS

e Additional measures:

¢ Assessment and/or case management record data

e Fee-for-service (FFS) versions of four managed long-term services and supports (MLTSS) measures will also be
added to the measure set in early 2024.

e Measures that use claims or encounter data
e Includes an aligned pair of FFS and MLTSS measures assessing admission to a facility from the community.
FFS versions of two other MLTSS measures were also added to the measure set in early 2024.

One measure (Flu Vaccination [HEDIS] [adults 18-64 only]) has been removed, as the measure steward, National
Committee for Quality Assurance (NCQA), is retiring the measure.




MFP Grantee Additional Reporting
Required For Administrative Measures

Data Source/Data Delivery
Voluntary Measure Collection Method System

Mandatory LTS-1: TSS Comprehensive Assessment and Update Assessment/Case FFS/MLTSS

Management Record

Voluntary LTSS-3: LTSS Shared Care Plan with Primary Care Practitioner Case Management  FFS/MLTSS
Record

Voluntary ~ MLTSS-5: Screening, Risk.Asse‘ssment_, and Plan of Care to Prevent Case Management MLTSS
Future Falls Record
Mandatory  LTSS-7: LTSS Minimizing Facility Length of Stay Claims/Encounter Data FFS/MLTSS




During the 2025
performance period, Money
Follows the Person (MFP)
grant recipients are required
to implement the HCBS
Quality Measure Set to
assess each of the major
population groups included
in the state or territory HCBS
programs.

This means NCI
implementation must
happen during the
2024-25 data cycle

Reporting requirements:

MFP grant recipients are required to report on the
HCBS Quality Measure Set every other year
beginning in 2026

» Data must be collected for 2025 performance year

* NCI-AD runs July 1, 2024 - June 30, 2025

Survey implementation must include major
populations served through:
* Section 1915(c), 1915(i), 1915(j), and 1915(k) programs
e Section 1115 demonstrations that include HCBS

For the initial implementation of the HCBS Quality
Measure Set, reporting will include a subset of the
measures in the Quality Measure Set

* Reporting occurs in 2026 and will be completed by survey
organizer/owner and CMS

MFP States must develop a quality improvement
plan related to two measures of their choice




Quality Measure Set Collection and Reporting

J _ _
FEL DR July 1, 2024 — June 30, 2025 June 30, 2025 Fall
2024 July 1, 2024 Fall 2026 2026

Clean and Analyze

Data, Prepare Reports _

\ J |

N

Plan Implementation = i !
** _TA Year Optlon ; ' optlon i

** includes any state procurement and contracting requirements for survey vendor




MFP Budget Considerations

States and territories can include the costs associated with
planning, implementation, and ongoing use of the HCBS Quality
Measure Set in their MFP budgets

Allowable costs include (but are not limited to):
* Developing a quality management strategy and plan
» Conducting experience of care surveys

* Collecting and analyzing data for measures constructed from claims and/or
encounter data and assessment/case management records
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Recap: What
does this
mean for my
state?

If you are a MFP grant recipient:

You are required to conduct experience of care survey(s) included
in the Quality Measure Set using performance data for 2025

. NCIlstates must collect data during the 2024-25 data collection
cycle

Data collection must include each of the major population groups
included in the state or territory HCBS programs.

. Major populations currently include: older adults, people with
disabilities (including behavioral health), people with IDD

For the initial implementation of the measure set, sates are not
required to stratify data for MFP participants and by demographic or
other characteristics of their HCBS participants

Conduct experience of care survey(s) must include populations
served from each of the major population groups included in the
state or territory HCBS programs

You must also report on:

. Hvsosag)sessment/case management record measures (LTSS-1 and

Three claims/encounter data rebalancing measures (LTSS-6 [formerly,
MLTSS-6 and HCBS-1], LTSS-7, and LTSS-8)

At the state or territory’s option, CMS will report on the measures using
Transformed Medicaid Statistical Information System (T-MSIS) data

CMS expects that reporting in 2026 will be no earlier than
September 1, 2026

. Experience of care survey reporting will be handled directly between
survey organizer/owner and CMS

All data collection and reporting costs can be absorbed
through MFP budget




The Access
Rule

“The Access Rule is the most consequential,
comprehensive regulation related to Medicaid-
funded HCBS in a decade. It will strengthen the
HCBS that make it possible for people to live in
their own homes, stay connected to friends and
family, and participate in the community in
ways that are meaningful to them.”

-Alison Barkoff, Performing the duties of ACL
Administrator and Assistant Secretary of Aging

Requires adoption of HCBS Quality Measure Set

e Originally shared as guidance in CMS State Medicaid Director Letter #22-003

* Applies to all HCBS authorities (except state plan personal care) and all delivery
systems as well as self-directed programs

e Requires stratification and sampling phase-in

e HCBS Quality measure set updated every other year by the Secretary
* Process includes soliciting public comment in Federal Register

States must establish performance targets, reviewed and

approved by CMS, of each mandatory measure

® The state must establish performance targets, approved by CMS, for each measure
in the HCBS Quality Measure Set that are identified as mandatory, and describe the
state’s quality improvement (Ql) strategies they will pursue to achieve performance
of those measures.

Several operational changes likely required of states to meet

compliance

Compliance dates vary by provision

* Ensuring Access to Medicaid Services Final Rule Provisions Timing Information



https://www.medicaid.gov/sites/default/files/2022-07/smd22003.pdf
https://www.medicaid.gov/medicaid/access-care/downloads/applicability-date-chart-ac.pdf

Access Rule Provisions

Requires adoption of
HCBS Quality Measure
Set

National Core Indicators-Intellectual and Developmental Disabilities (NCI-IDD), National Core Indicators-
Aging and Disabilities (NCI-AD), CAHPS, or Personal Outcome Measures Survey (POMS) and
Administrative Measures

Payment Adequacy

At least 80% of all Medicaid payments for specific Home and Community-based Services (HCBS) must be
spent on compensation for direct care workers for homemaker services, home health aide services, and
personal care services

Person-centered
planning

Required reassessment of need at least once a year for people enrolled in Home and Community-based
Services (HCBS) programs

Wait lists and service
access

States must report information on Home and Community-based Services (HCBS) waiting lists

Report on whether people have timely and full access to homemaker, home health aide, personal care, and
habilitation services

Incident management

States must operate and maintain an electronic incident management system

Must also investigate, address, and report on the outcomes of the incidents

Grievances

States must establish and manage a grievance process for people receiving Home and Community-based
Services (HCBS) in fee-for-service systems (this exists for managed care)




Payment Adequacy

The state must ensure 80% of Medicaid payments go to compensation for
direct care workers.

Affected services:
Personal care services
Home health aide services
Homemaker services

Compliance timeframe: 6 years




Payment Adequacy (cont.)

Definition of direct care worker:

Includes nurses (RN, LPN, NP), licensed/certified nursing assistant, direct support
professional, personal care attendant, home health aide, or

Other individual paid to provide services to address ADL or IADL, behavioral support,
employment supports, or other services to promote community integration to Medicaid
beneficiary receiving HCBS

Includes clinical supervisors

Definition of compensation:

(Sl?llg%' wages, and other renumeration as defined by the Fair Labor Standards Act

Benefits, such as health and dental benefits, paid leave, and tuition reimbursement
Employer share of payroll taxes




Payment Adequacy (cont.)

Excluded costs:

Costs that are not included in the calculation of the percentage of
Medicaid payments to providers spent on DCW compensation.
Excluded costs are:

o Costs of required trainings for DCWs
o Travel costs

o Costs of personal protective equipment




Payment Adequacy (cont.)

Small provider minimum performance level:
State may set a % requirement for compensation to DCW for small providers

State must develop criteria to identify small providers
* Transparent process with public notice/comment period

Annual reporting to CMS: On criteria, provider minimum performance level and % of
providers that qualify

Hardship exemption:

State may develop criteria to exempt a reasonable number of providers who face
extraordinary circumstances that prevent compliance
* Transparent process with public notice/comment period

Annual reporting to CMS: On criteria, % of providers that qualify and a plan for reducing the
number of providers receiving hardship exemption




Rate Disclosure

A state must publish rate disclosure for:
personal care

home health aide

homemaker services

habilitation

The disclosure must include:

Avg. hourly payment rates, separated by agency and self-directed options, and stratified by
population, provider type, and location

Number of Medicaid-paid claims

Number of beneficiaries who received a service within a calendar year




Rate Publication

The state must publish all Medicaid FFS fee schedule rates on the state’s
website.

If rates vary, the state must separately identify rates by:
population

provider type

geographical location

Compliance deadline: July 1, 2026 (then updated within 30 days of a rate
change)




Interested Parties Advisory Group

The state must establish an interested parties advisory group to advise and
consult on:

Payment rates for direct care workers:

o To ensure rates are sufficient to access:
e personal care
* home health aide
* homemaker and
* habilitation services

Current and proposed payment rates
HCBS payment adequacy data
Access to care metrics




Access Rule Implementation Timeline

Finalized : . .

[ Critical Incidents Incident Mgmt. System J

2 yrs. for
first report

Person-Centered
Service Plans

(

% of measures 50% of measures

( Payment to DCWs

July 1, 2026

Interested Parties
Advisory Group

[ Timeliness of Access

[ Transparency/
HCBS Web Page

*: Includes phased-in % of BAC members serving on the MAC over 3 years




Setting Performance Targets for Access
Rule

« States must establish performance targets for each HCBS Quality
Measure Set item included in survey(s) the state selects to
implement.

 States must:

« Establish performance targets must approved by CMS

* Describe the state’s quality improvement (QI) strategies to meet performance
targets

* In addition, states may set performance targets and QI strategies
for:

* Measures from the full Quality Measure Set that are not yet required
* Populations for whom reporting is not yet required but will be




MFP Grantee States are Required to Implement

Quality Measure Set for Reporting in 2026

MFP Grantee
Territories:

* American Samoa
* Puerto Rico

[l curent MFP grantee

NATIONAL CORE INDICATORS®



Set for Access Rule

CMS will require
Quality Measure Set
reporting by certain
demographics

CMS calls this
“stratification”

This reporting will allow
CMS and states to
identify potential areas
of disparity in outcomes

CMS has identified a
subset of measures
to for reporting
stratification

Race
Ethnicity
Sex (biological)

Age

Rural/urban status
Disability
Language
Other factors TBD

Future Reporting on the HCBS Quality Measure

CMS will have take a
pashed-in approach
to reporting
stratification:

Provide stratified data
for 25% of measures by
4 years after effective
date

50% of measures by 6
years

100% of measures by 8
years




The bottom line...

* MFP states are required to collect data for the Quality Measure Set
with reporting required in fall 2026

« States must implement survey(s) to assess their HCBS populations

* CMSisrequiring a limited number of “mandatory” measures for
the Quality Measure set, meaning reporting will only be required
on select measures

e Infuture years will include:
* Reporting on the full measure set
* Reporting breakouts by specified demographics




Questions Remain

Which measures are
included as mandatory
in Quality Measure Set

for MFP grantees?

Outcome reporting
requirements

¢ Overall statewide?
* By waiver?

Quality Improvement
Plan specifications

(2 measures)

Future reporting
requirements



Discussion

Reflections

Reactions

Questions

Concerns

Technical assistance needs

Others?




Questions? Comments?

Rosa Plasencia
rplasencia@advancingstates.org

Steph Giordano
sgiordano@hsri.org

Visit:
Www.nci-ad.org



mailto:rplasencia@advancingstates.org
mailto:sgiordano@hsri.org

Quality Improvement Plans

aH



Quality Improvement v Quality Assurance

AR QS QY

Quality Assurance

Identifies if regulations are followed

Ensures people are safe

Typically means the minimum standards are met

Quality Improvement

Identifies areas for improvement

Encourages progress and reform

Brings together interested parties




The Access Rule Requires
Quality Improvement Strategies

States must establish performance targets for each
HCBS Quality Measure Set item included in survey(s)
the state selects to implement.

States must:

» Establish performance targets must approved by CMS

» Describe the state’s quality improvement (Ql) strategies to
meet performance targets

In addition, states may set performance targets and
Ql strategies for:

* Measures from the full Quality Measure Set that are not yet
required

* Populations for whom reporting is not yet required but will
be




Proposed Mandatory Measures

Domain/Area

NCI-IDD

NCI-AD

Transportation

869% Transportation Availability Scale (The proportion of
people who report adequate transportation)

89% Percentage of people who have transportation to get
to medical appointments when they need to

68% Percentage of people who have transportation when
they want to do things outside of their home

Person-
centeredness

93% Person-Centered Goals (The proportion of people who

report their service plan includes things that are important to
them)

84% Percentage of people whose service plan reflects their
preferences and choices

Community

56% Satisfaction with Community Inclusion Scale (The

61% Percentage of people who are as active in their

inclusion proportion of people who report satisfaction with the level of community as they would like to be
participation in community inclusion activities)
13% Social Connectedness (The proportion of people who
report that they do not feel lonely)
Safety 88% Respect for Personal Space Scale (The proportion of 97% Percentage of people who feel safe around their

people who report that their personal space is respected in
the home)

support staff

51




Frameworks for Quality
Improvement



Process for Quality Improvement Project

Model for Improvement

What are we trying to \ Set a clear AIM STATEMENT or Explicit
accomplish? \ OUTCOME STATEMENTS

How will we know that a %
change is an improvemen
bbb starting point (how do we know it NEEDS to

What change can we make that change?- Baseline) and your success- how do
will result in improvement? .
we know it DID change?

Identify two data sources that inform both your

Set your action plan- what will you try? Use the
PDSA cycle to know if the changes you select
effectively meet your AIM?

o~ 7, Tl ar il




Building data
into QI
planning

Client Service Analysis | Discuss
Data Data Data Data

Qutcome Reflect
Data on Data

Data-Driven
Loop \ //
v

Training if IS na | | Action
~anc Plan

Needed

Set
bjectives

Develop o
Process

Implement| Assess
Action Action




Measures can be found in many places
SIPOC

Process

Outcome Data:
e People with Dual

Diagnosis who have a
job.

* # of people with
restrictive plans in
2020, compared with
20109.

NASDDDS TA on Quality Framework



Model for Improvement

/ What are we trying to \

accomplish?

/

How will we know that a \

change is an improvement?

[

What change can we make that
will result in improvement?

\

What are we trying to accomplish?
(establish your aim or outcome
statement) Refine it and identify the
team

How will we know a change is an
improvement? (establish your measures.)
Be Clear about what will be different.

What change can we make that will result
in improvement? (determine
the changes you will test.)




Do and Study...

...small and frequent



How to choose
areas for focus...

How are you performing compared to the national norm?

How are you performing compared to similarly situated
states?

Does the issue either have an impact across the system or
a profound impact on a smaller group of individuals

Is the issue important for compliance with federal or state
requirements (e.g., waiver assurances, Settings Rule,
Access Rule)

Is problem growing/worsening (e.g., more people were
not present at their planning meeting, few people have
friends)

Is the issue likely to be amenable to improvement or will
improvement be contingent on cooperation among
multiple agencies

Does the issue reflect support from key interested parties
(e.g., older adults, people with disabilities, families,
providers, etc.)

Can theissue be addressed in a reasonable amount of
time and outlay of resources

Does the issue align with other agency and /or cross
agency priorities




Supporting Community Engagement

Make data easily accessible on state website
Create easy read and multi-language versions of the findings

Hold public forums to discuss the data to interested parties,
including service participants

Create a Quality Council to review the data and suggest potential
opportunities for improvement

Maintain accountability and transparency by sharing QI plan and
progress toward goals




Small Groups



Beginning Quality Improvement

Identify 1-2 measures from the QMS you would want to develop a
quality improvement plan for.

 Whatis the change you want to see?

 What else do you want to know? What other data sources
can/should you use?

 Who are the key parties to include?
 How will we know a change is an improvement?



Performance-Based

Contracting:

Building Pennsylvania’s
Approach to Improving
Quality

National Core Indicators®-Intellectual and Developmental Disabilities
(NCI®-IDD) Annual Meeting 2024

September 18, 2024




Overview
* Why?

* The Journey

e Stakeholder engagement
* Doing the work — wash, rinse, repeat

* Overview of Performance-Based Contracting

* Performance Measures

* Next Steps

63
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What Problem(s) Needs Solving? B emnsylvania

Improve Quality

Challenges

Inadequate LifeCourse in Payment Poorly Increasing
Management Complex Structure Not Performing Acuity of
Tools Systems Outcome Providers Assessed Needs

Navigation Aligned



Stakeholder Engagement

Concept Paper and Waiver Application

Public Comment Public Comment

June 2023 April 2024

Residential Strategic Implementation
Thinking GFOUp January 2025

June 2023 to October 2023



Performance Standards Areas

* Performance
standards for
residential providers
align with ODP’s goals
for sustainability,
access, workforce,
and clinical capacity.

e Each of these
performance standard
areas include metrics
by which providers
will be measured.

Continuum of Credentialling

Residential Stability

Services Technology
Employment Direct Support
Family Sustainability Workforce Professional (DSP)
engagement wages

Referral and Access

discharge Clinical teams
standards Trauma and crisis
Building clinical intervention
capacity training




Residential Provider Standards

Hire, train, and keep
workforce

Use technology to support
safety and independence

Tiers based
on standards
that measure
how providers
perform

%

Promote independence,
competitive employment,
and community
integration

Support people with
complex needs

N

Use data to improve
quality




Residential Provider Journey to Performance-Based Contracting

Existing enrolled

provider submits a
new Residential

Provider Agreement ‘ _
Select Meets the same Performance Measures as Primary AND additional measures

Residential in areas such as Continuum of Services, Workforce, and Quality

Clinically Meets the same Performance Measures as Primary AND enhanced measures

Enhanced in areas such as Supporting Individuals with Complex Needs (Dual/Medical), @ @
Residential Workforce, and Risk Management

Meets Performance Measures in 16 areas such as Quality, Workforce, @ @
Supporting Individuals with Complex Needs, and Risk Management

ODP reviews the
supporting
documentation and
assigns tier ) |

Actively working on improvements through an ODP approved corrective action
(oo lale11els11-1MAd Plan to meet Performance Measures in 16 areas such as Quality, Workforce, @
Supporting Individuals with Complex Needs, and Risk Management

By
| ot r pennsylvania

o . == ool spoed X, DEPARTMENT OF HUMAN SERVICES

~

4

.

=




Using NCI Data to drive
Quality

Performance-Based Contracting
Standards and Performance Measures




Residential Providers by Service Type

Residential Service Type Number of
Providers
Residential Habilitation (Licensed and Unlicensed ) 390
Life Sharing (Licensed and Unlicensed ) 78
Supported Living 28
Provide 2 or more residential service types 90

HCSIS: Extract for December 31, 2023
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NCI State of the Workforce

Z‘:;fa”ma“‘:e Definition of Measures for Primary Measures for Measures for Clinically
Standard Providers Select Enhanced Residential
Residential Providers

Providers (Clinically Enhanced for
Medical and/or
Behavioral Support)
Workforce  Demonstrated (WF.03.1) Report FLS and Same as for Primary Providers AND

workforce DSP voluntary and

stability involuntary turnover rate  (WF.03.3) Participate in National Core
strategy to Indicators® NCI State of the Workforce
reduce and (WF.03.2) Report percentage Survey and release provider NCI data to ODP
manage of contracted staff in DSP to validate turnover and other workforce
turnoverand  and FLS positions data

vacancy rates

of FLSs and

DSPs

71




Community Integration

Performance Definition of Standard Measures for Primary Measures for }esures for shnealy

Area Providers Select Providers

(Clinically Enhanced for

Residential Medical and/or Behavioral
. Support)
Providers

Community Demonstrate that Quality Measure Set
Integration individuals are NCI (CI.01.1) NCI-IDD CI-1: Social
engaged in meaningful Connectedness (The proportion of people who report that
activities, as defined by they do not feel lonely)
the individual, outside
of their home based on (Cl.01.2) NCI-IDD PCP-5: Satisfaction with Community

their strengths, Inclusion Scale (The proportion of people who report
interests, satisfaction with the level of participation in
and preferences community inclusion activities)
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Community Integration Data

+
PA Avg (Yes) | NCI-IDD Avg (Yes) | PA Avg (Yes) | NCI-IDD Avg (Yes)
ClI-1: Often feels lonely FY 20/21 FY 20/21 FY 21/22 FY 21/22
N =349 N=11,574 N =382 N =7,865
ICF/IID: Nursing Facility & Other NA 17% N/A 18%
Institutional Settings
Community-Based Group 7% 13% 10% 12%
Residential Settings
Own Home or Apartment 5% 13% 10% 13%
Parent’s or Relative’s Home 3% 10% 3% 9%
PA Average within State 5% -- 8% --
i PA (Yes) FY 20/21 PA (Yes) FY 21/22
ClI-1: Often feels lonely N =322 N = 334
People Living in Residential 5.9% 8.4%
Settings Only - PA

Data sources:
NCI-IDD National Report 2020-21 In-Person Survey: Relationships Section
NCI-IDD National Report 2021-22 In-Person Survey: Relationships Section
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Community Integration Data (cont)

_ . PA Avg (Yes) | NCI-IDD Avg (Yes) | PA Avg (Yes) | NCI-IDD Avg (Yes)

:’ncc';iljocno;z:"'w FY 20/21 FY 20/21 FY 21/22 FY 21/22
N =659 N=19,760 N =671 N=11,712

ICF/IID: Nursing Facility & 19% 27% 58% 63%
Other Institutional Settings
Community-Based Group 54% 55% 79% 75%
Residential Settings
Own Home or Apartment 68% 70% 78% 78%
Parent’s/Relative’s Home 62% 62% 76% 76%
PA Average within State 56% -- 77% --
PCP-5: Community PA (Yes) FY 20/21 PA (Yes) FY 21/22
Inclusion Scale N =581 N =571
People Living in Residential 58% 78%

Settings Only - PA

Data sources:

NCI-IDD National Report 2020-21 In-Person Survey: Community Inclusion, Participation & Leisure Section

NCI-IDD National Report 2021-22 In-Person Survey: Community Participation Section
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We cannot change, what
we do not count




EMPLOYMENT RATE AND ACUITY

% OF WORKING AGE PEOPLE EMPLOYED BY LEVEL OF NEED -

40% STATEWIDE AND RESIDENTIAL PROVIDERS
36% 36%

35% 33%
30% ®m % STATEWIDE EMPLOYED
m % RESIDENTIAL EMPLOYED
25% 23%
20%
o)
15% °* 3%
10%
o 6%
5% 3% 3% 5% .
0% =1 B
NG1 NG2 NG4

NG3

No needs group
assigned

76 CY22 CIE Data




Timely finalization of incidents demonstrated by at least 90% of incidents finalized within 30
days of discovery.

Closed Incidents Finalized in Calendar Year 2023

45
Number Providers at or Above 90% = 68 ‘
40
® .
35
90%

w
o 30
o
3
ﬂh_ 25
©
~ 20
2
£ 15 .
Z

10 .

o

.
* o .« . * . * .
0 eoes 0e’s avernn ¢'0e’ enicen ensee Brxe edesensN’e erse

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percent of Incidents Finalized with 30 Days of Discovery Date
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) ~ —
Next Steps \%

e Scoring and Tiering (August 2024, Feb-March 2025)
* Implementation of Performance Analysis Services (PAS)

 Development of Performance-Based Contracting Standards and Measures for Supports
Coordination

* Preparation for Residential BPC Year 2

78




D iy

Resources

Residential Services Implementation Guide
Residential Services Implementation Guide

Provider Self-Assessment
Residential Provider Performance-Based Contracting Preparedness Self-Assessment

Provider Preparedness Workbook July 2024 Updates

ODP Bulletin 00-24-01

ODP Bulletin 00-24-01: Performance Standards for Residential Services

ODP Bulletin 00-24-01: Attachment 1 — Residential Performance Standards and Tier Assignment Timeline
ODP Bulletin 00-24-01: Attachment 2 — Residential Performance Standards

Waiver Amendments Submitted to CMS
January 2025 Proposed Waiver Amendments Submitted to CMS

79


https://palms-awss3-repository.s3.us-west-2.amazonaws.com/MyODP_Content/Resources/Performance-Based+Contracting/Attachment+1+Performance-Based+Contracting+Residential+Implementation+Guide+July+26+2024.pdf
https://palms-awss3-repository.s3.us-west-2.amazonaws.com/MyODP_Content/Resources/Performance-Based+Contracting/Attachment+2A+Provider+Performance-Based+Contracting+Preparedness+Self-Assessment+Final+7+26+26.pdf
https://palms-awss3-repository.s3.us-west-2.amazonaws.com/MyODP_Content/Resources/Performance-Based+Contracting/Attachment+2B+Provider+Preparedness+Workbook+July+2024+Updates+(072424).xlsx
https://www.pa.gov/content/dam/copapwp-pagov/en/dhs/documents/docs/publications/documents/forms-and-pubs-odp/bulletin-00-24-01-performance-standards-for-residential-services.pdf
https://www.pa.gov/content/dam/copapwp-pagov/en/dhs/documents/docs/publications/documents/forms-and-pubs-odp/attachment-1-residential-performance-standard-and-tier-assignment-timeline.pdf
https://www.pa.gov/content/dam/copapwp-pagov/en/dhs/documents/docs/publications/documents/forms-and-pubs-odp/attachment-2-residential-performance-standards.pdf
https://www.pa.gov/en/agencies/dhs/departments-offices/odp-info/proposed-waiver-amendments.html

Thank you

Jeremy Yale

Bureau Director for Policy and Quality Management
Office of Developmental Programs

jyale@pa.gov
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L~
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*-' Usable data can used to show the need to for a change in
o Ieglslatlon pollcy, Qr practlce SRR -

L Not Intlmldatlng- many datasets or data pomts are
presented in aIternatlve ways that make them acce55|ble and
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| ' StateData

o D‘ata/Sourc‘es"for-tod,ay L

. Natlonal Core Indlcators SRR A
? Annual Dlsablllty Statlstlcs Compendlum Ry
L. US Chamber of Commerce B } .
1"- State Post School Outcomes (Ind|cator 14 data)

iiT{E Ehiman Development
Instltute o |



NCI IID Survey

. Each state surveys at Ieast 400 people each cycIe
o In- person or V|deo conference | S
e State are able to add questlons

. Current domalns |
- Self- determlnatlon
+ Service Coordination - ERR
. ReIatlonshlps and Communlty IncIu5|on,. o
. Rights Choice, and Decision- I\/Iakrng |
. Employment Status and Goals e
e Health Welfare and Safety




- Example Question

f,’Do you have a pald jOb in the communlty? L

B Note to surveyor A pald communltyJob refers to work the person does in an mtegrated
setting, either with people who do net have dlsabllltles orina setting where people |
‘without dlsabllltles go. The person may have a pald commumty job threugh their prowder

“or day program ‘You may refer to the Employment and:Daily Activities grid from the

~ Background Informatlon sectlon (BI 41 through BI 46) for more mformatlon on ‘the |
) fperson S act|V|t|es | Lo N | |

o ; PS- 6 Q Do you Work at Cl/ck or tap here to enter text 2 |
2 OYes >GoT0 Qs R -

T I:INo IR o

9 D Doh t know no response unclear response %GO TO QlO

% Human Development
Instltute o o



Employment ~ Employment & Disability, =

Purpose L : While only a small percentage of people with disabilities in Kentucky participating

o . . St S in National Core Indicators are gainfully employed, the data find that all of those

Increase the number of people who have paid jobs in the community. people are satisfied with their jobs. National employment numbers for people with

disabilities are far lower than for those without disabilities and Kentucky lags even

o ‘ further behind. The data do show an increase in both employment and interest in

Employment SV employment in Kentucky over the past few years. With new initiatives and policies,
Recommendations R such as Kentucky becoming an Employment First state, it is hoped that more

Coa Kentuckians with disabilities will become engaged in the workforce.

o Adults in
For agencies that provide services: For the state agency and other groups: R Kentucky
Case managers will discuss - The Kentucky Division of T who
employment and training options Developmental and Intellectual LT . have a
with people and their teams. Disabilities (DDID), University of . . .
Kentucky Human Development R d:sabll:ty
« Case managers will discuss options Institute (HDI), and other groups will IR

for people to increase their
involvement in their community.

- A person's service plan will include
employment and community
involvement if that person wants
those services.

» Case managers and service
providers will learn about

create a list of information about: ' ks

o Employment

o Community involvement

o Person-centered service plans
o Transportation

« The University of Kentucky Human

Development Institute (HDI) will

share information about how to get
help to:

Kentucky's Employment First policy. o Finda job
o Keepajob
» Case managers will make sure o Learn about the benefits of o i
they are following the Employment working S S :m!
First policy. 7 SRR m
e ’ Nationwicde
B 2
. . - i ) Proportion of people Takes Proportion of people Proportion of people
..- R : who have a job in the classes/training to  who have community who report that they
() 2 N community hﬂﬁgﬂ ajobor  employmentintheir wouldlike a job in

etter job service plan the community



e Bwld a reIatlonshlp

= Usmg NCI Data |n Your Work
K State speC|f|c |nformat|on |
e Many states add questlons

g Dlg deeper |nto an |ssue that is: |mportant in
- your sate RO R | S

":"_- Work W|th state agency and/or contractor i

' Request speC|f|c raw data from NCI
e ‘State- IeveI data should be available
| . Natlon data avallable dependmg on

mtended use (fee charged) %?uﬁa? Developmentv
SEIR S | S nstitute o



Employment Issues’

-Sub m|n|mum wage
~ «Potential Ioss of
= benefits
~eLow employment
-y rates
d e Lack of

- Employment gap ‘

% Human Development
Instltute o |



- NCIEmployment Data Usage Example

1 1%
have |
a|ob|nthe-
commumty |

16% L

Have

| commumty

? employment in
i'helr service

) plcm

44%

would ||ke a.

|ob|nthe
= commumty

e ) NClData2021/ 2022‘ Kéntq¢ky"' L R Human Developmel’lt



Annual Dlsablllty Statlstlcs Compendlum

e The Compendlum gathers the most recent natlonal statlstlcs
- on people with dlsabllltles from varlous federal programs and

- agencies S -

+The Compendlum provrdes current statlstlcs and t|me trends o

~related to the prevalence of disabilities as well as key |nd|cators o

- on employment, health, community living, and other |
- outcomes of importancein monltorlngthe well belng of

o |nd|V|duals Wlth dlsabllltles - »

* Center for Dlsablllty Research at the Unlver5|ty of New Hampshlre s Instltute on Dlsablllty «
https //www researchondlsablllty org/ADSC/compendlum table contents ‘

% Human Development
Instltute o o


https://www.researchondisability.org/frequently-asked-questions#1
https://www.researchondisability.org/frequently-asked-questions#1

Sectlon 3 Employment

a Emp|0yment rates of People W|th Dlsabllltles | |
e Employment Rates Of People W|thout D|sab|I|t|es St

. Dlsablllty- Cross Dlsablllty, based on yes/no response to series of 6 -
questlons Able to filter data by those dlsablhty types :

. Employment — Employed the week of survey | o
-' . C|V|I|ans aged 18 64 Ilvmg out5|de of an |nst|tut|on o
Source Amerlcan Communlty Survey (US Census Bureau)

% Human Development
Instltute o e




EmploymentGap

e 79% People w/o Disability employed
Nat|0na”y: e 44.5% PWD employed
e =34.5% Employment Gap

e 81.8 % People w/o Disability employed
e 58.4% PWD employed
e =23.4% Employment Gap

Lowest Gap —
Utah

e 73.9% People w/o Disability employed
® 31.2% PWD employed
e =42.7% Employment Gap

f Highest Gap —
|l West Virginia
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EMPLOYMENT RATE COMPARISON

% of Kentuckians % of Kentuckians
WITH a disability, WITHOUT a
Employed disability,
employed

" Disability Compendium 2024 - -

#48

In the Nahon

%
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Let’s Make th

CUnited States® C18120

ensus

—— Bureau
All

Tables Maps Profiles

Y2  1Fiter ® & 1Result

_ Filters

o [Bciio a View: 10 |

Results

Search for afilter

© Geography
Nation >
State »
County >
County Subdivision >
Place >
ZIP Code Tabulation Area >

Metropolitan/Micropolitan
Statistical Area

Census Tract >
Block
Block Group >
All Geographies >
Topics
Employment
Heaith >
E surveys

American Community
~ Survey >

(5 Years

25 | 50 Download Table Datz

ity Survey
ent Status by Disability Status

is Local

X /]| &

@ Advanced Search

C18120|Employment Status by Disability Status

W In the labor force:
Vv Employed:
With a disability
No disability
Y Unemployed:
With a disability
No disability
W Not in labor force:
With a disability

No disability

I Amencan Community Survey ” Universe: Civilian noninstitutionalized popudstion 18 to 64 years lf.‘u;.‘: AC..
United States
Label Estimate
WV Total: 199,645,753

B |0 €8

Notes Geos

Margin of Error \



.. C18120] Employment Status by D|sah|l|ty Status Q) CEREE =5 | ‘ :
""""""""""""""""""""""""""""""""""""""""""""""""" e === g
| American Cornmunity Survey || Universe: Civilian noninstitutionalized population 18 to 64 years || 2022 AL Motes Geos Topics Codes Dataset Year Columns Tran‘ . A n d n OW I
Kentucky | Fayette County, Kentucky | Madison County, Kentucky | d O S O e
" Label Estimate | Estimate | Estimate |
v Total: 2,656,255 203,144 61,840 m a t h
W In the labor force: 1,986,546 164,351 48,4657 .
(if I can, so can
v Employed: 1,901,304 155,569 47,456
. you!)
With a disability 163,453 12,553 3,279
No disability 1,737,851 143,016 44177
% Unemployed: 85,242 8,782 1,005
With a disability 16124 1,727 135
No disability 69,118 7,055 870
“ Mot in labor force: 569,709 38,793 13,379 . , L L
With a disability 253,731 10,126 5139 "
_ No disability 415,978 28,667 8,240 ’
- Human Development

Instltute L



Employment Gap average 2017 2021 by county

DaV|ess

- _"_'43 8% gap

5%

i 38 9 % gap .

"44 2% gap

~~ Disability Compendium 2023 -

."_35.4%.gap S

%

Human Development o
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T T e The Worker Shortage Across America
. W hat | e/lse - ,‘ L Explore the interactive map below to see the impact of the worker shortage crisis in each state.

todowith
- this info? 5

= U.S. Chamber of Commerce

Worker Shortage Index

Least severe R E WWEESGEE LEE R



- KenudyhasThawilable
| -,'State LEVel workers for every 100 open jobs.

 Labor

",'hnarket :

e Data

0.74

Kentucky's Worker Shortage Index

e Job Openings: 111,000

* Unemployed Workers: 82,001

» | abor Force Participation Rate: 57.6%
¢ Unemployment Rate: 4.0%

e Quit Rate: 2.9%

e Hiring Rate: 4.1%

Download the data



© What does this show?

.,|_‘o'wh_rat'es o_f‘e"rhp‘loyrh'e"nt'»,av.fhong'adUIts“wi‘t'h ,disabilieti'eé\ e

~ Highrates of job openings
~ Opportunity!

% Human Development
Instltute o R



S ‘every state

- ,‘Poslt’school s‘ou.tco’m‘es»-"md cator14

e Requwed to be coIIected in

7_'- CoIIectlon methods va rV

L j-To fmd data for your state B l_ KYDS.
e Google ”Indlcator 14” ST
" - eContact state department of
educanon R - L
i %ﬁ‘éﬁlﬁ?“‘?“’pmm B



4

8 «
Q’lnﬁsww

Data for Public Use Reports

These tables show education categories on the left, crossed with
employment categories across the top, for all of Kentucky respondents to
the Youth One Year Out interview. You can filter by year, gender,
disability category, manner of exiting high school, and ethnicity (for

. ethnicitv. vou can select multinle catesaries). Click View Ren_nrr at t

)

Human Development
Instltute



Click "View Report” at
top right to refresh

This data represents information
voluntarily reported in response fo
a statewide survey Not all
individuals invited to participate in
the survey submitted information.
Data presented here is
respondents only;

Kentucky 2023 YOYO response
rate is 66% (2925/4432)

- Education by Employment Table
R 2023 YOYO [2021-2022 school leavers]

Employment and Education categories use the federal Office of Special
Education Programs (OSEP) definitions shown at bottom. The gold
highlighted box is the "Not Engaged" category showing the number of
respondents that are not in any of the OSEP Employment or Education
categories.

"‘F|Itered by
All students

KENTUCKY
2023

Other No
Employment Employment

Education
Totals

Competitive
Employment

Higher Education 190 (6.5%) 134 (4.6%) 205 (7.0%) 529 (18.1%)
Wlth I E P Other Education 118 (4.0%) 28 (1.0%) 54 (1.8%) 200 (6.8%)

No Post-Secondary Ed 1022 (34.9%) 358 (12.2%) 816 (27.9%) 2196 (75.1%)

Employment Totals 1330 (45.5%) 520 (17.8%) 1075 (36.8%) | 2925 (100.0%)

HIGHER EDUCATION means:
enrolled full- or part-time ...

in a community college (2-year program) or
college/university (4- or more year program)...

at least one complete term...

in the year since leaving high school

for

OTHER EDUCATION means:

enrolled on a full- or part-time basis...

for at least 1 complete term...

in an education or training program (e.g., lob

Corps, adult education, or technical school, that is

less than a 2-year program)...

in the year since leaving high school

COMPETITIVE EMPLOYMENT means:
at or above the minimum wage...

for an average of *20 hours a week...
work with people with and without
disabilities...*

wages, benefits, and opportunities
same as coworkers without
disabilities...*

{includes military employment)

for 90 days total...

in the year since leaving high school

* additional questions mandated in 2019;

decreased totals in the Competitive
Employment category

employed...

etc.)...

OTHER EMPLOYMENT means:
have worked for pay or been self-

(including work in a family business,
farm, ranching, catering services,

for 90 days total...

in the year since leaving high school




- StateData ’-?a“ compilation

.f,'PuIIs a varlety of sources together around dlsablllty and employment

B StateIDD agenues

e SoualSecunty N

< RSA(VR) -

R Census data
e NCI

'AThj,nkW‘orkv\o'ju"tIOf_'ICITat'Umia'S_S"‘ﬂ-*BOS;t;On -
e T T T T s T %HumamDevelopment
Instltute o o



%  ,5 Key Questlons You Can Answer Usmg
S '_StateData -- \

1. ,;How many people W|th IDD have compet|t|ve mtegrated Jobs?

How do competltlve mtegrated employment outcomes compare for |
 people with and without disabilities? And why is it important for people o
. with dISabllItIES to have access to competltl\/e integrated employment?

-3 ";"How has part|C|pat|on in sate IDD agency employment and day serV|ces .
- changed overtlme? L e

g Z‘.lv."f‘How does partlupatlon |n mtegrated employment serV|ces dlffer by
 state? AU | ~

5. How many people Wlth IDD flnd jObS W|th heIp from state vocatlonal
- :(_,"rehabllltatlon agenues each year? |

% Human Development
Instltute o o



People with a cagniiive disﬁbilit*_f,' inclurdingﬁpenple with IDD, are muvch less Iikely;f to work than people with no dirsability_ Ih 213224: |

« [6.7% of people with no disability had jobs
« 43 7% of people with any disability had jobs _

« 37.9% of people with a cognitive disability had jobs

People with any disability and people with a cognitive disability are also more likely to be living in a household that is below the poverty line
than people without a disability. In 2022

« Only 10.3% of all working-age people without a disability lived in a household that was below the poverty line
« 24 8% of people with any disability lived in a household that was below the poverty line
« 28.1% of people with a cognitive disability lived in a household that was below the poverty line

But what happens when we compare data about poverty and employment? People with a disability who are not working are more likely to be
living in a household that meets the definition of “poor” compared to people with a disability who are working. The difference in poverty rates
between people who are employed and people who are not suggests that work 15 a critical part of helping people with disabilities be
independent.

Many people with IDD want to work but do not have a job. Research shows us that people with IDD want competitive integrated jobs, but do
not always get help to make this happen.

« Less than 1in 5 people with IDD have a paid, integrated job
« (Of the people who do not have a job, 46% say they want a job in the community
« (Of those who want a job, only 35% have a goal to get a job in the community documented in their Individualized Service Plan.

Data Source: National Core Indicators, 2022



| Figure 1. Number in Employment and Day Services -
700,000

600,000 595,101
500,000

Non-work
400,000

- 300,000

- 200,000 Facility-based work

100,000
Integrated employment
0

1990 1996 2004 2012 2021




Employed: T
76.7% all eEmployment Gap
43.7% with a Disability
37.9% with a Cognitive Disability

Live Below the Poverty Line:
10.3% w/o Disability

24.8% with a Disability . .

28.1% with a Cognitive Disability — JRSCECREICRSUCUIERSC RIS

e Other econ/’héalth ind.i'cjators
e Emp can lead to stability

Less than 1 in 5 people with IDD havea B ta,se for Employm‘er.it Ffrst
paid, integrated job * Increasing States capacity to

prowde employment supports

Of those not employed 46% WANT a job
of those 35% have the goal IN a plan

% Human Development
Instltute o SR



 Statesnapshot—

How many individuals participate in integrated employment services provided by the state intellectual and developmental
disability agency?

Source: National Survey of State IDD Agency Day and Employment Services

Who: Individuals who receive a day or employment service funded or monitored by the state IDD agency.

What: Participation in integrated employment, including both individual job supports and group supported employment. Individuals may be working or be
on a pathway to employment.

Kentucky 2021 Nation 2021

Number Percent | Number Percent
Total in day and employment services 4,404 595,101
Total in integrated employment services o2 13% 131,416 22%
Total funding for day and employment services £21.629,323.00 37,830,600.276
Total funding for integrated employment services $1,020,604.00 4. 7% 689,740,770 10.6%

* = Data not available

B Percent Participating in Integrated Employment Services by State, 2021
Kentucky: 13%

R

E{I-. Nation: 22%

60

P P ,;@r {@r ,@r

o

o o

e :5:'@* *
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State snapshot —

~

How many individuals participate in integrated employment services provided by the state intellectual and developmental
disability agency?
Source: National Survey of State IDD Agency Day and Employment Services

Who: Individuals who receive a day or employment service funded or monitored by the state IDD agency.

What: Participation in integrated employment, including both individual job supports and group supported employment. Individuals may be working or be
on a pathway to employment.

Washington 2021 Nation 2021

Number Percent Number Percent
Total in day and employment services 9,395 293,101
Total in integrated employment services 7,800 83% 131,416 22%
Total funding for day and employment services $63,420,889.00 57,835,650.276
Total funding for integrated employment services $58,066,961.00 91.6% 3689,740,770 10.8%

* = Data not available

B Percent Participating in Integrated Employment Services by State, 2021
Washington: 3%
Mation: 22%

T P
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e ,What case do you want to make'-’ 4 N

' @-What mlght you puII together?

& }°Where mlght you fmd the data? .
'”'°What eIse mlght you need to search?
w'Who could you ask? ' |

%Human Development o
Instltute o |



- Thankyou!

- lauraButler

 urasmith2@ukyedy

Instltute B

% Human Development | - ,



Improving the use
of NCI Data

NCI Annual Meeting 2024




Two truths and a lie?

L5 1[0




Why share NCI data?

* Data-driven policies and programs
e Strengthen broader DEI efforts

* Advocacy efforts to support transforming systems

e Other ideas?



A recipe for success?

Step 1: Identify your audience
Step 2: Tailor message for that audience

Step 3: Create amazing resources to convey
message

Step 4: Share resources (aka. send untold
number of unsolicited emails to people who
might care about the data)

Step 5: Evaluate progress and measure success




1. Identify your audience

case management entities

policy advocates o N
w law makers individuals and families
1 fiH) B Family service recipients
] T o 3 % those receiving services
- = it - = m - .
p % S © g individualswithidd .. cucity people
L w
recipients = Q. ™ the idd community
general public E L d | ¢
B_ re IDFICI C‘Eﬂ ers upport providers
legislation p rov I e rs g : e

legislators me |I€S

department leoders leIC‘fm{] kers

individuals served state services p O I I C y m G ke rS

«fadwcates  advocates  Stakeholders
public managers peﬂple Wlth Idd Case managers

advisory committees

providets
leadership

community

members-participants people receiving services  sericeusers
PEersons in services
case management enties legislatures
managed care organization
community agencies



2. Tailor your message

‘E LS 7 RS
s 2
\N}V‘l’r Whak
you went M‘e'j\ “
s \N teXc.s)iea
Ao =) e -
Kelevance



3. Create amazing
resources to
convey message

Peer-reviewed
publications
and reports

Conferences

Videos and
podcasts

Data briefs
and
infographics

Newsletters
and email
blasts

Social media

Toolkits and
trainings

Webinars

Website

Technical
assistance




State success story!

How many people did participate

in making their own service plans?

Oregon's vs. National Responses e O o

According to the results of the 2021-2022 Adult
IPS, 1 in 3 people in Oregon who responded to the
survey (34%) said they did not participate in

developing their Individual 5upp0rt Plan [ISP}. 6.6 out of 10 Oregonians

Oregonians participate

in developing their ISP Historical Trends in Service Planning

E‘GI_I II I II
0

2017-2018 2018-2019 2019-2020 2020-2021 2021-2022

nation-wide participants felt they
contribute to their service plan

Percentage "yes" responses




As an aside: data visualization best practice

* Avoid pie charts; use stacked bar charts and tree maps instead
* Use familiar metaphors s
* Manage visual complexity

* Use icons/discrete units for proportion data

* When possible, share implications of data from dashboards (the “so what”)?

-

Keke Wu, Emma Petersen, Tahmina Ahmad, David Burlinson, Shea Tanis, and Danielle Albers Szafr. 2021. Understanding Data

20% 30% 40% 50% 60% 70% 80%

S90% 100%

Do you get enough information to
take part in planning services for

Seldom/Never gyivi

Sometimes Soonaos

Usua"y ||||||||||||||||||

LA ARRRRRRRARRRRRRRRAI

Always Ry yERyyRRyYRNYVNY

0% 20% 40% 60%

Accessibility for People with Intellectual and Developmental Disabilities. In CHI Conference on Human Factors in Computing Systems

(CHI’21), Yokohama, Japan. ACM, New York, NY. https://doi.org/10.1145/3411764.

your family member?

80% 100%

Jick

HSRI


https://doi.org/10.1145/3411764

4. Share resources

¥You Build It

.

a™



5. Measure success

What do you want your audience to
do with this information?

Generate awareness, interest, buy-in
« Share knowledge

 Inform decision-making

* Inform research(ers)

 Facilitate policy change

 Facilitate practice or behavior change

How will you know if you've been
successful

* Reach indicators

» Usefulness indicators

* Use indicators

» Partnership/collaboration indicators
* Program or service indicators

* Policy indicators

* Knowledge change

» Systems change



Examples of measuring progress

* Impressions on social media content
R h  Number of newsletter subscribers/list-serv members
ea C  Number of webinar attendees

* Number of webpage views

* Likes, comments and shares of social media content
U f I * Open rate/click rate of newsletter campaigns
Se U n eSS * Percent of webinar attendees who rate webinar content as useful

* Number of downloads or requests for materials from website




Example
resources to
share
knowledge

«#INCI

NATIONAL CORE

Among more than 25,000 people
with intellectual and
developmental disabilities who
responded to the 2022-23 NCI-IDD
survey:

* 3 out of every 5 people have a
goal to increase participation in
their community

* 1 out of every 4 people take part
in groups, organizations, or

l/ communities

e

NCI-IDD

DATA

SPOTLIGHT

For more information, see: idd.nationalcoreindicators.org

IN PERSON SURVEY

m 2022-23 DATA AT A GLANCE

EMPLOYMENT

Employment s an impertant outcome for many services
users, and a key signal of how well systems support people
to have full access to their communities.

Mationally, just 17% of respondents have a paid Job in the
community. This ranges both across states and settings, with
people who live on their own working in pakd community jobs
at 3 times higher the rate of those who live in group homes.
Those who work in pakd community jobs spend, on average,
less than 15 hours per week in those jobs.

Amaong those who do not have a paid community job, almest
half want a job. However, just 25% of all respondents have a
geoal for employment in thelr service plan. These data show
systems can make lots of improvements to support semvice
users in obtaining employment and ensuring person-centered
plans reflect pecple’s goals.

CHOICE AND DECISION-MAKING
Who chose... wml Iudl
Your regular s
The place 31%
you live

The people 239 20% 57%

you live with

P’ 18% of respondents chose their staff, and 41% had

their staff assigned but can request a change

ACCESS TO HEALTH CARE

B83%

53%

the past year past yaar

Had a vision Had mamanogram
screcning in the in past 2 yoars

OUTCOME

17%
44% have a paid

do not have job in the
a community community

job, but want one ’

$10.42 to $12.68:
average hourly wages
(depending on setting)

RIGHTS AND RESPECT

Someone

Report that others ask before
17% coming in their bedroom

- 44% QD

Report they can stay home if
others go out (for those mot living
in own home or apartment)

SATISFACTION

81% Like how they usually spend
their time during the day

Have used telehealth
57% and like using it

e & @
The average respondent says they are
satisfied with their level of
participation in at least 3 out of 5

community activities (e.g., go
shopping. go out for entertainment).

49%



P

=
Practice
makes

perfect




Activity time!

Pick an audience (from a hat)
— Think about their role (Decision-maker? Influencer? Implementer?)
— Pick an organization or group in your community that is comprised of
this audience
What do you want your audience to know about NCI?
— Are there specific outcomes that you want to share findings about?
— What resource(s) would you need to create to share this information
with them?
What do you want them to do with that knowledge?
- How will you know if you’ve been successful?

Report back from your group!



Other resources for KT

* https://www.listenincluderespect.com/how-to-quides

* https://disabilityhealth.jhu.edu/wp-
content/uploads/2023/03/JHU Conference Accessibiity Toolkit Accessible FINAL.pdf?mc cid=3e830e26ae&mc eid

=ea/4aad753

* https://natleadership.org/bulletin/NLCDD Bulletin Edition 5 Jan 2023.pdf

e https://www.cdc.gov/ccindex/index.html

* https:

* https://ncapps.acl.gov/docs/SupportingMeetingAccessibility NCAPPS_200519.pdf//www.cdc.gov/healthcommunicatio
n/Health_Equity.htm|


https://www.listenincluderespect.com/how-to-guides
https://disabilityhealth.jhu.edu/wp-content/uploads/2023/03/JHU_Conference_Accessibiity_Toolkit_Accessible_FINAL.pdf?mc_cid=3e830e26ae&mc_eid=ea74aad753
https://disabilityhealth.jhu.edu/wp-content/uploads/2023/03/JHU_Conference_Accessibiity_Toolkit_Accessible_FINAL.pdf?mc_cid=3e830e26ae&mc_eid=ea74aad753
https://disabilityhealth.jhu.edu/wp-content/uploads/2023/03/JHU_Conference_Accessibiity_Toolkit_Accessible_FINAL.pdf?mc_cid=3e830e26ae&mc_eid=ea74aad753
https://natleadership.org/bulletin/NLCDD_Bulletin_Edition_5_Jan_2023.pdf
https://www.cdc.gov/ccindex/index.html

NCI Research
Convening




The goals of the convening

* Review how NCI can be used and how NCI should not be used
* Explore areas where NCI data could be better used

* Discuss how partners are currently using NCI data and enhance
collaboration among disability researchers



Using NCI-IDD IPS data to inform policy




Using NCI-IDD SoTW data to inform policy




Accelerating the research to policy pipeline

* Are there researchers you are working with to use NCI data? What
topics are you focused on?

e Are you interested in working with researchers to better understand
specific topics from NCI? Which ones?



2024 NCI-IDD
ANNUAL MEETING

September 19, 2024
WIFI: Renaissance con ference
Password: RQ24

aH



 ENSURING REPRESENTATIVENESS IN
SURVEY SAM PLE AND BACKGROUND
INFORMATION DATA COLLECTION




e Case Management, MMIS, System records, provider records

e QI specialists, State staff, case managers, surveyors

e Allows us to understand the representativeness of the sample
e Allows us to look at disparities

e Allows us to comply with upcoming federal requirements

e And more.....
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In-Person Survey
Data Cleaning

Sep 19, 2024 «#iNCI

INDICATORS
PEOPLE DRIVEN DATA




[PS 23-24 Data Cleaning

Cleaning notes sent out to a
Data entry due total of 30 states All corrections applied

June 30, 2024

&
v

Data cleaning started All state responses received



Why Data Cleaning is Needed

Improves Accuracy Reduces Inconsistency Addresses Missing Data



Why “Clean” Data Matters

Regulatory
Compliance and
Risk Mitigation

J

Correct
Stratification
Depends on

Accurate Data

J

Facilitates Better
Decision-making

J




Background Information Cleaning

L 4

Administrative Records Medical Records Employment/Wage Data



Sections | & I

» Generally used to clean and validate data in Bl
* Employment
 Self-Direction
« Race/Ethnicity*

* Importance of valid Section | & I



Common Why do we need to clean the data if it has

already been gathered from reliable

Questions

sources?




Common

Why are there sometimes duplicates?

Que stions What to do with duplicated surveys?




NCI data: Who are
we missing?

NCI Annual Meeting 2024




The goal of NCI

e It isn’t possible to do a census of everyone who uses services, so
we have to sample individuals for NCI.

* Our goal is to have samples that reflect the broader service
population, so that our data can describe the true
outcomes/experiences

* There are lots of places where we can run into issues with making
sure everyone has adequate information, access, and equal
opportunities to participate in NCI.



Where equity meets quality improvement

Equity issues can arise based on:

* Who we approach to participate in NCI (e.g., sampling bias)

— For example, resulting from issues with contact information.

* Who agrees to participate (e.g., selection or participation bias)

—For example, based on access to technology, available language
support, etc.

* How participants respond to NCI questions (e.g., response bias)

- For example, can result from the use of jargon or unfamiliar terminology

Jick

HSRI



Optimizing equity: Sampling

 Random sampling:

— Conducting surveys with a purely random sample should be
representative of the total population.

—However, pure randomness is often unattainable (voluntary survey,
language barriers, other factors).
e Stratified sampling and Proportionate sampling:

—Can work to ensure more representativeness in chosen strata and can
help illuminate disparities



Optimizing equity: Response
* We don’t ask leading questions (“how much do you like where you
live?”)

e Surveyors can rephrase questions if people seem to not understand
guestions, including using terminology that is familiar to the person

e Standard survey tools are available in Spanish and written Chinese

e Survey revisions process to identify which questions aren’t working
well and which questions are missing

* Psychometric testing to see how different groups respond to the
questions



Optimizing equity: Selection

 Resources that demonstrate how we/states use data, such as:
—NCI At A Glance (nhational and/or customized)
—-Webinars

* Resources to support meaningful informed consent:
—Video: What is it like to participate in the NCI survey?

» Other strategies to support equitable selection:
—Outreach documents in other languages
—Community connections to spread the word



NCI-IDD
Consent
video




How to share the NCI video

* On social media and websites
* QR code on flyers

» Before starting an interview
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- :f NEWYORK | Office for People With

Developmental Disabilities

New York’s NCI In-Person
Survey Quality Improvements

Thursday, September 19, 2024

State Coordinator: Olivia Popiel
Lead Researcher: Sara Berg, PhD
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Agenda

* In-Person Survey Implementation in NY

* Process Changes

» QOperations: Enhance Perceived Legitimacy

> Pre-Survey: Increase Contact with
Participants

» Background Information: Improve Data
Accuracy and Completeness

> Post-Survey: Streamline Validation and
Analysis

 Reflections and Lessons Learned
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Overview: In-Person Survey Implementation
in NYS (1)

« Participation since 2007-08 survey cycle
and completed 15t data collection cycle
iIn 2023-24

« Growth In survey responses from ~700
In 2007-08 to ~1700 In 2022-23

 Current contracted vendor: Vital
Research, LLC.
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Overview: In-Person Survey
Implementation in NYS (2)

e (Care Management: 2018 transition from Medicaid
Service Coordination to 7 Care Coordination
Organizations/Health Homes (CCO/HHS)

« Since 2021-22: IPS sample is stratified
proportionately across these CCOs and one
managed care organization (MCO)

« Up-to-date Pre-Survey and Background
Information data needed from CCO/MCQOs

» Relationship building with data leads identified at
each organization

» Level-setting at onset of survey cycle
» Frequent and direct email communication
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Operations Changes:
Enhance Perceived Legitimacy

« Goal: Reduce refusals or staff hesitancy
due to distrust

» Interviewer photos added to project
website

> Agency outreach announcements

» OPWDD emalil addresses for
Interviewers
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Presurvey Changes:
Increase Contact with Participants

» Goal: Reach people and legal guardians for
notification and scheduling

» Streamline fields in data collection template
» Request Care Manager contact information
» Quality checks of contact information

» Smarty address verification
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Background Information Changes:
Improve Data Accuracy and
Completeness (1)

 Goal: Reduce CCO/MCO burden

» Bl collection occurs post-survey in NY
workflow

» Phased data collection process

» Pre-population of Excel data collection
template

» Care Manager info in Bl template



9/24/2024 159

Background Information Changes:
Improve Data Accuracy and
Completeness (2)

« Goal: Decrease missing, unknown, and
Invalid responses

> Cell validation

» Template changes for collection of
participant data

» Regular monitoring of returned
submissions

» Re-request of problem elements
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Post-Survey Changes:
Streamline Validation and Analysis

» Goal: Match national reporting

» Developed SPSS syntax files for
automation of data recoding and output
generation

» Tableau dashboards with associated
Flow

» Dialogue with HSRI
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Reflection and Lessons Learned (1)

* Change takes time
» Multi-cycle process
» CCO/MCO partnership

— Need for continuous communication,
explicit instructions, repetition of
expectations

* Importance of Vital reporting in measuring
Impact
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Reflection and Lessons Learned (2)

* Project successes (2022-23 to 2023-24)

» Fewer individual refusals to participate
(3.8% to 3.6%)

» Fewer removals due to bad contact
Information (5.9% to 3.0%)

» Fewer staff barriers (0.6% to 0.4%)
Fewer returned letters (6.4% to 4.4%)
» More accurate Bl responses

A\
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Contact Information

Thank you, and please reach out with any guestions!
Olivia.G.Popiel@opwdd.ny.gov
Sara.E.Berg@opwdd.ny.qgov

Project Mailbox:
NCIAdultinPerson@opwdd.ny.gov

OPWDD website: https://opwdd.ny.gov

NY NCI project website: https://www.vitalresearch.com/newyork/nci/



mailto:Olivia.G.Popiel@opwdd.ny.gov
mailto:Sara.E.Berg@opwdd.ny.gov
mailto:nciadultinperson@opwdd.ny.gov
https://opwdd.ny.gov/
https://www.vitalresearch.com/newyork/nci/

NCI-IDD Playlist!

Alixe put together a Spotify Playlist!
See it here:

PLEASE take notebooks home with youl!

Don’t forget to fill out your postcard
and put it in the black bag on Dorothy’s
command center
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About Knowledge Services
Serving Those Who Serve Others
* Founded in 1994, Indianapolis HQ, WBE

= Experts in Managed Services

o Survey Management Solutions

o Managed Service Provider (MSP) for Contingent Labor
o MSP for Statement of Work (SOW) Services
o  State Government Contracts (AZ, CA, CO, FL, IN, KS, ME, MI, MS,
MO, ND, NV, NY, RI, TN, UT & WI)
= Proprietary Cloud-based SaaS Platform
o FedRAMP Ready

@nowledge services

Survey Administration Strategies



Agenda

Survey Management Experience
NCI Experience

Surveyor Hiring

Training

Ongoing Project Management
Surveyor Retention

Proprietary Cloud-based SaaS Platform

Survey Administration Strategies



Survey Management Experience

10+ years experience conducting surveys in 9 states, including populations:
Older adults and people with physical disabilities

Intellectual and Developmental Disabilities
Blind and blind/deaf

Proprietary technology solution with Survey Management Module
Efficient scheduling process
Mobile application for in-person surveying
Configurable based upon project-specific needs

Partnerships with Academic Institutions
Development + design of survey instrument
Report of findings + analytics

Survey Administration Strategies



NCI Experience

27,000+ NCI surveys completed, beginning in 2015-16

NCI-AD ACS
NCI-IDD IPS

NCI-IDD CFS, AFS, FGS

Facilitating NCl surveys in eight states

NCl-Lead Trainers with combined 10 years experience with NCI

Survey Administration Strategies



Surveyor Hiring

Dedicated recruiting team with experience sourcing for quality surveyors

ldentifying candidates with a passion for helping underserved populations

Assess aptitude for empathy, patience, and other soft-skills

Leveraging referrals within our team to expand and grow

Researching local outlets for state-specific hiring and self-advocate hiring

Experience sourcing for bilingual surveyors

Survey Administration Strategies



Training

5-to-7-day training program
Daily group check-ins with survey team and dedicated project coordinator
Individual check-ins with each surveyor throughout training with dedicated project coordinator
Online training
Instructor-led training

Interactive Training
Mock surveying

Navigating emotionally charged conversations

Individual performance evaluation and plan for go-live

Survey Administration Strategies



Training

Online Training
Mandatory NCI training through HSRI
Project Introductions + Scripts
Process + Best Practices
Cultural competency + working with older adults and persons with disabilities
Ensuring personal bias’s do not affect survey responses
Navigating emotionally charged conversations

Knowledge Services security awareness training

Survey Administration Strategies



Training

Instructor-led Training
Mandatory NCI Live Training
Knowledge Services process overview
Knowledge Services survey management platform training
ODESA functionality overview and training
Outreach script review + practice
Consent process review + practice

Survey review + best practices

Survey Administration Strategies



Training

Interactive Training

Navigating Emotionally Charged Conversations
Goal: Overview barriers created by emotionally charged conversations and learn communication

strategies for navigating complex conversations with AD, IDD, and DID populations

Examples
Participant is extremely frustrated about services + expresses frustration to surveyor
Participant shares information that triggers surveyor’s personal trauma
Participant overwhelms surveyor with exhaustive details about challenging situations

Participant makes morally or ethically offensive remarks that make surveyor uncomfortable

Survey Administration Strategies



Training

Mock surveying scenarios
Guardian is convinced survey is a scam
Participant is disengaged/unresponsive
Participant is angry and directing frustrations toward surveyor
Participant provides consistently unclear responses
Non-Guardian family member answers and wants to complete survey on behalf of subject
Participant validly answers Proxy Determination and later begins to appear cognitively unable to provide answers
throughout survey
Participant/Guardian/Proxy confuses survey with other surveys already completed
Speaking with representative(s) other than individual or legal guardian — case manager, corporate guardian, facility,

day program, etc.

Survey Administration Strategies



Ongoing Project Management

Dedicated Project Coordinator
Providing support throughout training period
Facilitating 1:1 feedback sessions + areas for improvement
Driving project initiatives + emphasizing key priorities
Quality Monitoring
Facilitating QA shadow surveys + surveyor feedback

Facilitating data entry quality + surveyor feedback

Issue Escalation

Survey Administration Strategies



Surveyor Retention

2023-24 Survey Cycle (NCI-IDD + NCI-AD)

60+ surveyors onboarded
25 surveyors returned from previous projects

Returning surveyors accounted for ~52% of all completed surveys

2024-25 Survey Cycle (NCI-IDD + NCI-AD)

Anticipated 75+ surveyors to onboard

35 surveyors returning from previous projects

Survey Administration Strategies



Surveyor Retention

Creating a culture of positivity + collaboration
Weekly team regroups + progress updates
End-of-week Newsletters
Open lines of communication to project leadership

Providing opportunities for growth

Lead Surveyors provide additional support and expertise

Special project teams for nuanced outreach

Survey Administration Strategies



Proprietary Cloud-based Saa$S Platform

Customized dispositions
Configurable based upon waiver type, MCO, geographic region, etc.
Outreach tracking + disposition tracking

Efficient appointment scheduling based on modality

Map functionality for in-person surveys
In-person survey facilitation via mobile application
Configurable dashboard reporting for progress

Survey results dashboard reporting

Survey Administration Strategies



National Core Indicator Survey
Annual Meeting Presentation

Twalla Sapp

Jessy Justman

Qlarant: -

Best People. Best Solutions. Best Results.”




Qlarant: -

Who is
Qlarant?



Qlarant — Mission & Vision

* Qlarant began as a quality improvement organization for health services 50 years ago.

e Our history has been rooted in commitment to quality improvement for organizations — and quality of
life for the people they serve.

* We have been evaluating the quality of services for people with intellectual and developmental
disabilities for 23 years.

e This includes developing and implementing statewide quality reviews throughout the states of Florida,
Georgia, South Carolina, Virginia and the District of Columbia.

* We started implementing the NCl in person survey in 2007. We currently have statewide contracts to
complete NClI’s in the states of Florida, Georgia, Alabama. We have also conducted NCI surveys in the
state of South Carolina.

* Based on our experience, we have developed and evolved our processes to meet each states NCI targets
every year.
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In-Person Surveys Qlarant®: :

Florida: 13,098
Georgia: 8,954

South Carolina:
1,200

Adult Family Mail .
Surveys ~ Aging and
Florida: 3,064 Disability In-Person
Surveys
Georgia: 5,927 .
J Georgia: 5,626
South Carolina: 800

Family Guardian
Mail Surveys

Florida: 2,388
Georgia: 5,075
South Carolina: 711

Total number of NCI surveys completed by Type and Contract




Qlarant & HSRI

Qlarant’s collaborative relationship with HSRI spans over 15 years. As a subcontractor, they have
supported our contracts in Florida, Georgia, and South Carolina. HSRI’s team has trained our staff on
interviewing protocols, evaluated feedback surveys from our NCI interview activities, provided
presentations to our team on national trends, assisted with training on the 2014 Centers for
Medicare & Medicaid Services (CMS) settings rule, including multiple training sessions for providers
across Florida and Georgia, and helped facilitate numerous Quality Council NCI workgroups using

NCI data collected by Qlarant reviewers.

This relationship gives us a thorough understanding of the value of the NCI process and offers
insights into the necessary contract operations. Qlarant personnel have regularly attended the bi-

annual Reinventing Quality Conference, and participated in the NCl Annual Meeting.
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State of Alabama



Collaboration — State of Alabama

The Alabama’s Department of Mental Health (ADMH), Division of
Developmental Disabilities (DDD) began partnering with Qlarant Quality
Solutions (Qlarant) to perform National Core Indicator (NCI) In-Person Surveys
across the state starting in January of 2023.

Our collaboration began with the development of a detailed project plan and
held bi-weekly team meetings to ensure a smooth start up.

The state has supported our efforts by sending out communication letters to all

participating provider and support coordination agencies.




Collaboration — State of Alabama (Cont.)

Monthly meetings with representatives from the state to review
deliverables and discuss action items, trends, staffing etc.

Participate and present to the provider community of over 300 people at
least once during the contract year and more as needed.

Participate and present to the support coordination provider agencies
throughout the state at least once during the contract year.

Present to state staff who are over the new CWP waiver at least once
during the contract year

Collaboration continues with open lines of communication with state

leadership and the provider community. 187



Sample Selection

HSRI requires random and statistically representative samples for all of

their surveys.

Qlarant’s analytic team has extensive experience and expertise pulling
samples that meet requirements for the mail out and in-person surveys.
Utilizing demographic information collected by the state’s we
collaborate with, Qlarant has the ability stratify NCl samples by

elements such as geographical region, funding source, gender, race etc.




Why do we share NC| Data with the State?

= Results from the NCI Data help the state:

Assess individual
satisfaction and
experience with support

Track key outcomes
across multiple years

Provide opportunities to
develop quality initiatives
to help improve services
for all people served in
Alabama

Compare Alabama’s
results to other states




How do we choose what data is important to share?

We determine the priorities & initiatives of the State (i.e., employment,
staffing, community life)

We look at trends (what specific areas of data are scores increasing or
decreasing in satisfaction) and asking the question why?

We look for correlations based on demographics and state initiatives
We do comparisons amongst different waivers
The Settings Rule

The Access Rule




How do we make sure the state is involved?

We meet with the state to discuss their expectations for the
presentation of data.

We provide them a draft of the presentation to review and give
feedback and suggestions.

The state helps facilitate the logistics of the presentation.
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What is the presentation of data like?

How is the presentation done?

Our data analyst gathers the data, focusing on the areas that show
trends, declines in satisfaction, increases in satisfaction etc. And, in
accordance to any areas the state has identified focus areas.

We create a PowerPoint that highlights important outcomes such as
Relationships, Employment & Daily Activities, Staffing & Support
Coordination, Privacy, Technology and Health & Wellness.

The power point includes easy to understand graphs, charts and

comparisons from year to year.

PowerPoint




What is the presentation of data like?

Who attends?
We present the data to the Provider Community at large via zoom
This year we had over 300 attendees including the Associate Commissioner.
We keep the chat option open for any questions throughout the
presentation.
We provide our contact information if any attendees wanted to follow up

with us.




What is the presentation of data like?

What is the feedback like?

Easy to understand

Visually appealing

Helpful to identify areas that are opportunities for improvement
Useful for seeing trends from year to year

Not too overwhelming

Results presented through graphs and charts on slides is easier to

digest than long reports




Thank you!

Jessy Justman
justmanj@Qlarant.com / 404-519-4492

Twalla Sapp
sappt@Qlarant.com / 706-373-8942

https://www.qlarant.com/
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1 About Vital Research 4 State examples

2 Person-centeredness 5 Takeaways

3 Person-centeredness + NCI-IDD




Who we are

Equity-focused research and
evaluation amplifying diverse
voices and experiences

Our services include:
Program evaluation
Survey and instrument
development
Quantitative and qualitative
data collection
Comprehensive reporting
and data visualizations
Interactive real-time
dashboards




Aging and
disabilities

We work with state agencies,
long-term services and
supports (LTSS) providers,
and non-profit organizations
nationwide to amplify the

voices of older adults and
persons with disabilities.
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Person-centeredness



What is person-centeredness?

Putting a person first during every step of a process

Contextualizing the person within their lived experiences and environment

Remaining flexible and adaptable

Encouraging informed choice and creativity

Shared dialogue and open communication with the person and those who support them

Meeting someone where they are




Why person-centeredness?

For those who receive services: For those who deliver services:

= Make choices and have positive control = Witness the people they support achieve
over their lives meaningful goals

= Are treated with dignity and respect = Help to empower the people they

= Better quality of life and positive health support
outcomes = Share the responsibility of resource

allocation and decision-making




Person-centeredness + the NCI survey



NCI survey process

Project Data Quality
start-up collection assurance




Project start-up

= Mailing participant, guardian,
and provider notification
letters
= Translating outreach

materials into multiple
languages

= Recruiting of Field
Interviewers

= |n areas based on sample
population

= Reflect the populations
being surveyed

NEwYORK | Office for People With

greoronme | Developmental Disabilities
KATHY HOCHUL KERRI E. NEIFELD WILLOW BAER
Fx| At Aeis BuEee

20244028 1Y

Flofots &7HRE ol 2f &

s F7F2H A/ X/ H(National Core Indicators, NCI)-IDD Z/E &Z2ZFAN| Hosl=2
MHE|ASLICH O] HEXALE 7P8 U AR LIE] 7|8t MH|AE BIISL7| 9lsf M3Eo=
AMSELICE A2ZXAHs OPWDD 7t X 3ohe MH|A FE JHM 0 AL ELICH

S0 =(OPWDD)2 Vital Research 2 & 21510 NCI 2 ZAHE AAISL|CE O] HE2ZEAM =
20 e MH[A R SiY MH|ATHEHQ E AOMLE B SFSH=X|0f CHe F2TLICh

Vital Research 2| QIE{ 7 TI#X}7} Zoom et 3|0l 2 B A[ZHS F3t7| 2/l 2 HolAf 6 & AHO|Of|
Hoted = ASLICHL HFE, 23, A0EECR QB RO FHojg &= A& LT st |97t
T Zmiet Azt F{Bt7) dedt = AEL|CH ot AN EX NCI HE2XA HOE BEE =&
AELICH

O] HEZAb= RHEHYLICH Fotel il g B e 2|0 S efLIC HHe 7|22 JX|2[0
MBAE, A0l BfUK = FotE ZotFE CHE Ard T SR EIX BELICH NCI E22 A2 s
M| 27t HEE|X| gE LT

O] 8%t HEZA0| ZOSHA|Of MH| 20 Chet £Xot 2|4 HMSh FA17| BIRLICH & REA3|
o

o
QtotE 2{ M www.Vitalresearch.com/newyork/nci & 228 4= AUELICH EE20| YALLH B2
YEE 25IA|H Vital Research 0| £ 2 F 3} (888) 351-4147 2 X2} BiZHL|CH

ZArghL ot

i X S arr
Tamika R. Black, Ph.D.
2ol9%

ClojE Hef o gals

Glole] B2 2 Bale
44 Holland Ave, 3 &, Albany, NY 12229 | T3k 518.402.2239 | www.opwdd.ny.gov




Training

= |nclusive, dynamic
environment that
accommodate different
learning styles and promote
peer-to-peer networking

= Training topics include:

Person-centeredness
Cultural humility

Disability education and the
communities served

Verbal and non-verbal
communication

Participant accommodations




Data collection

= Participant accommodations

= Preferred method of taking
the survey

= Preferred language

= Assistance or support from
another person

= Assistive technology
= Reading the room
= Speaking to the participant

= Reminders and thank you
cards




Quality assurance
= Mentors
= Observation interviews

= Field Interviewer team
meetings




State examples



Colorado

= Cultural considerations for
tribes, American Indians, and
Alaska Natives

= County and tribal liaison

= Training presentation:
Tribal land considerations

CultureCard

A Guide to Build

Cultural Awareness

American Indian
and Alaska Native




New York

= Shifted to Zoom-based

interviews because of
COVID-19

= Interviewer training and
materials on how to help
participants access and
navigate Zoom

1,703 99%

Completed Zoom-based

surveys
(2023-2024)




Takeaways



1) Person-centeredness puts the
person first and involves
open communication and
shared dialogue

2) Person-centeredness should
be incorporated in all aspects
of survey administration

3) Approaches to person-
centeredness shift based on
each state’s unique situation




NCI team leaders

Frances Nguyen, PhD Malena Price, MA Peter Spuit, MSW, LGSW
Lead Research Manager, NCI Lead Research Manager, NCI Director, Aging & Disabilities

fnguyen@vitalresearch.com mprice@vitalresearch.com pspuit@vitalresearch.com
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Nicole Kropfelder, Maryland Statewide Director of Quality Enhancement
Christina Dixon, Executive Director — Maryland Quality Improvement Organization, Liberty Healthcare
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Agenda

* Who Are Peer Surveyors and Why Are They Important?
* How Maryland Involves Peer Surveyors

 Lessons Learned
e Q&A

;'“.'EMaryIand
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Who Are Peer Surveyors?

i‘ﬂMaryland

DEPARTMENT OF HEALTH



Meet Peer Surveyors From Maryland

l‘EMaryland

220 DEPARTMENT OF HEALTH


http://www.youtube.com/watch?v=COrIZn9bEJ4

Video QR code

;t‘ﬂMaryland

DEPARTMENT OF HEALTH



A Few Questions for You...

i‘ﬂMaryland

DEPARTMENT OF HEALTH



Poll

;t‘ﬂMaryland

DEPARTMENT OF HEALTH



Maryland’s Structure

Surveyor Peer Surveyor

Responsibilities: Responsibilities:

e Schedules Surveys e Conducts Surveys
Collects Background e Inter-Rater Reliability
Information (BI)

e Conducts Survey

e Inter-Rater Reliability
(IRR)

e Track Survey Status

;t‘ﬂMaryland

DEPARTMENT OF HEALTH



Why Is Peer Surveying Important?

;t‘ﬂMaryland

DEPARTMENT OF HEALTH



Key Contributions

F%

Coverage for - 0
Surveys ? =
// \%\ — 2
1/ Q — = %

Family Survey Participation .EEMaryland

- DEPARTMENT OF HEALTH



How Maryland Involves Peer Surveyors

;t‘ﬂMaryland

DEPARTMENT OF HEALTH



Partner With Your State Advocacy Organization

People

On the

Maryland

Moving Forward | Advocating for Change

5

Recruitment and Onboarding

Training

Ongoing Support
l‘EMaryland

228 DEPARTMENT OF HEALTH



Considerations

Professional
development

U

Tools &
technology

229 DEPARTMENT OF HEALTH
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Lessons Learned

i‘ﬂMaryland

DEPARTMENT OF HEALTH



Lessons Learned

o &

Data interpretation Enhanced survey
with peer surveyors experiences

/4 i,

Customizations to Commitment to
gauge impact hiring people with o
lived experience -
2¥Ma ryland
231
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Additional Resources

Check out HSRI’s 3-part video series, What It's Like to Be a Peer Surveyor.

232

The role of NCI
surveyors interview

series: Part 1 of 3

Guest: Nicole LeBlanc
Surveyor in MD

In the series, you’ll hear from peer
surveyor, Nicole Le’Blanc, about what it is
like to be a peer surveyor:

https://www.youtube.com/watch?v=Mrn95nwrblg

https://www.youtube.com/watch?v= OrEVvoc-hA

https://www.youtube.com/watch?v=L2sZ HtTRDQ

ﬁMaryland

DEPARTMENT OF HEALTH


http://www.youtube.com/watch?v=Mrn95nwrblg
https://www.youtube.com/watch?v=Mrn95nwrblg
https://www.youtube.com/watch?v=_OrEVvoc-hA
https://www.youtube.com/watch?v=L2sZ_HtTRDQ

Questions

®e®
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WRAP UP

* Please take this quick

evaluation!
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