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Welcome
Mary Sowers, Executive Director ςNASDDDS

Alixe Bonardi, Vice President Intellectual & Developmental 
Disabilities, Aging & Disability - HSRI



NASDDDS team



HSRI NCI team



Georgia Welcome



What Topics Would 
You Like to Discuss at 

NCI Meeting?
Federal Policy / Access Update

NCI Implementation Challenges

Increasing Participation

Use of NCI Data

Operations and Tools

Peer Learning and Collaboration



Meeting Agenda - Wednesday September 24

ÅFederal Updates

ÅOne Slide Challenge, Part 1

ÅGetting to Yes

ÅState Specific Questions ςTo add or not to add

ÅSharing data with advocates ςUser Friendly Reporting

ÅCommunicating NCI Data with All 

ÅOne Slide Challenge, Part 2

ÅDinner  - Riverscape Room



Meeting Agenda -Thursday, September 25

Day 2 overview/instructions

ÅODESA 2.0 

ÅTraining Updates

ÅTraining Surveyors to Encourage Participation without 

Proxy

ÅCommunity Café

ÅWrap Up  



NCI-IDDNextSteps:How to Move Forward 
NCI-IDDAnnualMeeting September24-25,2025

Coolideasto take backto mystate

Innovationsor Approachesto Adapt

Questions/MoreInformation Needed

Topics,Toolsor Datato learnmoreabout

Peoplein mystate to talk to Peoplein other statesto talk to



What have we been up to? NCI-IDD in 2024-25
 IPS: 40 states

AFS: 10 states

FGS: 6 states

CFS: 12 states

NCI SoTW-IDD: 27 States

NCI-IDD related presentations at conferences such as AAIDD, USAging, 
HCBS, ANCOR, TASH, and more

Several webinars and resources highlighting NCI-IDD data such as the 
ANCOR, AAIDD webinar series, NADSP member webinars, SciTube video, 
and more



NCI-IDD 2024-2025 (cont.)

Development of ODESA 2.0

Working closely with CMS to ensure alignment with Access Rule Provisions ς QMS and Payment 
Adequacy

Office Hours to Update States with HCBS QMS and Federal Happenings

Technical Assistance for HCBS QMS

NCI Briefing with CMS, ACL and office of federal lawmakers



Still to come from NCI-IDD in 2025-26

Presentations at 
Six-State Summit 

and TASH

Webinars with 
the Arc

New brief on 
employment and 

other 
publications

PQM process to 
maintain 

endorsement of 
14 NCI-IDD IPS 

measures

NCI Revisions 
cycles

NCI State of the 
Workforce cross 
population tool



Ice Breaker



Introductions 
ÅName

ÅRole

ÅState 

ÅConnection with NCI-IDD (What do you do, related to NCI-IDD?)

ÅOne of the following (optional)
Å²ƘŀǘΩǎ ǘƘŜ ōŜǎǘ ǾŀŎŀǘƛƻƴ ȅƻǳΩǾŜ ŜǾŜǊ ōŜŜƴ ƻƴΚ

ÅWhat is your favorite way to eat potatoes?

Å²Ƙŀǘ ƛǎ ǘƘŜ ōŜǎǘ ŀŘǾƛŎŜ ȅƻǳΩǾŜ ŜǾŜǊ ǊŜŎŜƛǾŜŘΚ 

ÅIf you could turn any activity into an Olympic sport, what would you win a gold 
medal in?



Federal Updates 
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Federal Updates
Ensuring Access to Medicaid Services 

Final Rule

H.R.1, One Big Beautiful Bill Act
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Ensuring Access to Medicaid Services 
Final Rule (CMS -2442-F)

ÅNo changes in the provisions and time frames in Access Rule 

ÅCMS was on communication pause to allow new administration 
to get acclimated.

ÅCMS monthly meetings with national membership associations - 
NASDDDS, ADvancing States, NAMD, NASHIA, and 
NASMHPD resuming

ÅCMS developing sub regulatory guidance.
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www.nasddds.orgPropertyof NASDDDS.Noreprintingwithout expresspermission.Updated4.30.2024.
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(80/20rule)
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Home and 
Community 
Based 
Services 
Quality 
Measure Set 
(HCBS QMS)
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Background:  HCBS Quality Measure Set

ÅMedicaid  HCBS provide  individuals  who  need help  with  everyday  activities  
the opportunity  to  receive  services  in  their  homes  and communities  as 
opposed  to institutional  settings .

ÅIn 2022, the Centers  for  Medicare  & Medicaid  Services  (CMS) released  the  
first  official  version  of  the HCBS Quality  Measure  Set for  voluntary  use.

ÅThe HCBS Quality  Measure  Set is  a set  of  nationally  standardized  
quality measures  for  Medicaid -covered  HCBS that:

ïPromotes  common  and consistent  use of  nationally  standardized  measures  within  
and across  states.

ïCreates  opportunities  for  CMS and states  to  have comparative  quality  data  on 
HCBS programs.

ïDrives  improvement  in  quality  of  care and outcomes  for  people  receiving  HCBS.

ïSupports  statesô efforts  to  promote  equity  in  their  HCBS programs.
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HCBS QMS

ÅCMS published  an updated  2024 HCBS Quality  Measure  Set on April  11, 

2024, that  includes  65 nationally  standardized  quality  measures  for  

Medicaid -funded HCBS.

ïCMS also  released  a CMCS Informational  Bulletin  (CIB) that  requires  states  and territories  

with Money  Follows  the Person  (MFP) Demonstration  grants  to  report  on a subset  of  

mandatory measures  from  the HCBS Quality  Measure  Set beginning  in  the fall  of  2026.

ÅThe HCBS Quality  Measure  Set includes  the following  experience  of  care  

(EOC) surveys  to  assess  the EOC of  all  the major  population  groups  

receiving Medicaid -covered  HCBS:

ïHCBS Consumer  Assessment  of  Healthcare  Providers  and Systems  (CAHPS®);

ïNational  Core Indicators® -Intellectual  and Developmental  Disabilities  (NCI®-IDD);

ïNational  Core Indicators -Aging  and Disability  (NCI-AD)

ïPersonal  Outcome  Measures  (POM).
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2024HCBSQualityMeasureSet

22

CBE # Measure Steward Measure Name

Data Source/Data

Collection Method

2967 CMS HCBS CAHPS: Choosing the services that matter to you (Q 56, 57) Survey

2967 CMS HCBS CAHPS: Community Inclusion and Empowerment Composite Measure (Q 75, 77, 78, 79, 80, 81) Survey

2967 CMS HCBS CAHPS: Personal Safety & Respect Composite Measure (Q 64, 65, 68) Survey

2967 CMS HCBS CAHPS: Physical Safety Single-Item Measure (Q 71) Survey

2967 CMS HCBS CAHPS: Staff Are Reliable and Helpful Composite Measure (Q 13, 14, 15, 19, 37, 38) Survey

2967 CMS HCBS CAHPS: Staff Listen and Communicate Well Composite Measure (Q 28, 29, 30, 31, 32, 33, 41, 42, 43, 44,

45)

Survey

2967 CMS HCBS CAHPS: Transportation to Medical Appointments Composite Measure (Q 59, 61, 62) Survey

2967 CMS HCBS CAHPS: Unmet Needs Single-Item Measures (Q 18, 22, 25, 27, 40) Survey

3593 CMS FASI-1: Identification of Person-Centered Priorities Case Management Record

3594 CMS FASI-2: Documentation of a Person-Centered Service Plan Case Management Record

NA CMS HCBS-10: Self-direction of services and supports among Medicaid beneficiaries receiving LTSS through managed

care organizations

Case Management Record

NA CMS MLTSS-1 and FFS LTSS-1: Comprehensive Assessment and Update Case Management Record

NA CMS MLTSS-2 and FFS LTSS-2: Comprehensive Person-Centered Plan and Update Case Management Record

NA CMS MLTSS-3 and FFS LTSS-3: Shared Person-Centered Plan with Primary Care Provider Case Management Record

NA CMS MLTSS-4 and FFS LTSS-4: Reassessment and Person-Centered Plan Update after Inpatient Discharge Case Management Record

NA CMS MLTSS-5: Screening, Risk Assessment, and Plan of Care to Prevent Future Falls Case Management Record

NA CMS MLTSS-6 and FFS LTSS-6: Admission to a Facility from the Community Administrative

3457 CMS MLTSS-7 and FFS LTSS-7: Minimizing Facility Length of Stay Administrative

NA CMS MLTSS-8 and FFS LTSS-8: Successful Transition after Long-Term Facility Stay Administrative

NA NCQA MLTSS: Plan All-Cause Readmission (HEDIS) Administrative

CBE = consensus-based entity; CMS = Centers for Medicare & Medicaid Services; FASI = Functional Assessment Standardized Items; FFS = fee-for-service; HCBS = Home and Community-Based Services; HCBS CAHPS = HCBS Consumer 

Assessment of Healthcare Providers and Systems; HEDIS = Healthcare Effectiveness Data and Information Set; MLTSS = Managed Long-Term Services and Supports; NA = Not endorsed by CBE; NCQA = National Committee for Quality Assurance.
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2024HCBSQualityMeasureSet(continued 1)

23

CBE # Measure Steward Measure Name

Data Source/Data

Collection Method

NA ADvancing States, HSRI NCI-AD: Percentage of non-English speaking participants who receive information about their services in the

language they prefer

Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people in group settings who have enough privacy where they live Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who are able to see or talk to their friends and family when they want to Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who are as active in their community as they would like to be Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who are ever worried for the security of their personal belongings Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who can choose or change their support staff Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who can choose or change what kind of services they get Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who can choose or change when and how often they get their services Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who feel safe around their support staff Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who had adequate follow-up after being discharged from a hospital or

rehabilitation/nursing facility

Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who had somebody talk or work with them to reduce their risk of falling or being

unstable

Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who have transportation to get to medical appointments when they need to Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who have transportation when they want to do things outside of their home Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people who know how to manage their chronic conditions Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people whose money was taken or used without their permission in the last 12 months Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people whose service plan reflects their preferences and choices Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people whose support staff do things the way they want them done Survey

NA ADvancing States, HSRI NCI-AD: Percentage of people whose support staff show up and leave when they are supposed to Survey

3622 NASDDDS, HSRI NCI-IDD CC-3: Can Stay Home When Others Leave (The proportion of people who live with others who report they

can stay home if they choose when others in their house/home go somewhere)

Survey

CBE = consensus-based entity; CC = Choice and Control; HSRI = Human Services Research Institute; MLTSS = Managed Long-Term Services and Supports; NA = Not endorsed by CBE; NASDDDS = National Association of State Directors of

Developmental Disability Services; NCI-AD = National Core Indicators-Aging and Disabilities; NCI-IDD = National Core Indicators-Intellectual and Developmental Disabilities.
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2024HCBSQualityMeasureSet(continued 2)

24

CBE # Measure Steward Measure Name

Data Source/Data

Collection Method

3622 NASDDDS, HSRI NCI-IDD CC-4: Life Decision Composite Measure (The proportion of people who report making choices (independently

or with help) in life decisions)

Survey

3622 NASDDDS, HSRI NCI-IDD CI-1: Social Connectedness (The proportion of people who report that they do not feel lonely) Survey

3622 NASDDDS, HSRI NCI-IDD CI-3: Transportation Availability Scale (The proportion of people who report adequate transportation) Survey

3622 NASDDDS, HSRI NCI-IDD HLR-1: Respect for Personal Space Scale (The proportion of people who report that their personal space is

respected in the home)

Survey

3622 NASDDDS, HSRI NCI-IDD PCP-2: Person-Centered Goals (The proportion of people who report their service plan includes things that are

important to them)

Survey

3622 NASDDDS, HSRI NCI-IDD PCP-5: Satisfaction with Community Inclusion Scale (The proportion of people who report satisfaction with the

level of participation in community inclusion activities)

Survey

NA NASDDDS, HSRI NCI-IDD preventive screening single-item measures: Percentage of people who are reported to have received

preventive health screenings within recommended time frames (physical exam, routine dental exam, vision screening, 

hearing test, mammogram, pap test, colorectal cancer screening)

Survey

NA NASDDDS, HSRI NCI-IDD: Percentage of people who report their staff come and leave when they are supposed to Survey

NA NASDDDS, HSRI NCI-IDD: Percentage of people who report that they helped make their service plan Survey

NA CQL POM: People are free from abuse and neglect Survey

NA CQL POM: People choose services Survey

NA CQL POM: People have the best possible health Survey

NA CQL POM: People interact with other members of the community Survey

NA CQL POM: People live in integrated environments Survey

NA CQL POM: People participate in the life of the community Survey

NA CQL POM: People realize personal goals Survey

CBE = consensus-based entity; CC = Choice and Control; CI = Community Inclusion; CQL = The Council on Quality and Leadership; HLR = Human and Legal Rights; HSRI = Human Services Research Institute; NA = Not endorsed by CBE; NASDDDS

= National Association of State Directors of Developmental Disability Services; NCI-IDD = National Core Indicators-Intellectual and Developmental Disabilities; PCP = Person-Centered Planning; POM = Personal Outcome Measures.
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Money Follows the Person 
Grantee States
HCBS Quality Measure Set



26w w w . n a s d d d s . o r g

ÅAs required by the MFP Terms and Conditions (PTC) 43, MFP grant 
recipients are to implement the HCBS Quality Measure Set 

ÅMFP grant recipients are required to report on the HCBS Quality 
Measure Set every other year for their Section 1915(c), 1915(i), 
1915(j), and 1915(k) programs and any Section 1115 demonstrations 
that include HCBS 

ÅFor the initial implementation of the measure set, MFP grant 
recipients can opt to, but are not required to, stratify data for MFP 
participants and by demographic or other characteristics of their 
HCBS participants
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Reporting Requirements for MFP Grant Recipients  
(cont.)

ÅThe first year of reporting will be 2026, using performance data for 
2025 

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

ÅNew reporting forms in the Medicaid Data Collection Tool are under 
development 

ÅFor the initial implementation of the HCBS Quality Measure Set, MFP 
grant recipients will be expected to report on a subset of the measures 
in the measure set and to develop a quality improvement plan related 
to two measures of their choice
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1. Conduct experience of care survey(s) for each of the major population groups      
included in the state or territory HCBS programs 

ÅStates and territories that conduct the HCBS CAHPS survey can report results 
to the database managed by the Agency for Healthcare Research and Quality 
(AHRQ); states and territories allowing sharing of survey results with CMS will 
meet its mandatory reporting requirement

ÅFor states and territories that conduct NCI-AD, CMS plans to work with 
ADvancing States and HSRI to set up a process to obtain the survey results 
and avoid separate reporting to CMS 

ÅFor states and territories that conduct NCI-IDD, CMS plans to work with 
NASDDDS and HSRI to set up a process to obtain the survey results and avoid 
separate reporting to CMS



29w w w . n a s d d d s . o r g

CY 2026 Initial Implementation of the HCBS Quality Measure Set (cont.)

2. Mandatory reporting of two assessment/case management record measures 
(LTSS-1 and LTSS-2)

ÅReporting on four assessment/case management record measures (LTSS-3, 
LTSS-4, MLTSS-5, HCBS 10) is voluntary 

3. Mandatory reporting of three claims/encounter data rebalancing measures 
(LTSS-6 [formerly, MLTSS-6 and HCBS-1], LTSS-7, and LTSS-8) 

ÅAt the state or territoryôs option, CMS will report on the measures using 
Transformed Medicaid Statistical Information System (T-MSIS) data 

ÅReporting on one claims/encounter data measure (all-cause readmissions) is 
voluntary
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Mandatory/ 

Voluntary

Measure Data Source/Data 

Collection Method

Delivery 

System

Mandatory Experience of care survey(s) for each of the major population groups included in the 

stateôs or territoryôs HCBS programs (specific measures to be determined)

Survey FFS/MLTSS

Mandatory LTSS-1: LTSS Comprehensive Assessment and Update Assessment/Case 

Management Record

FFS/MLTSS 

Mandatory LTSS-2: LTSS Comprehensive Care Plan and Update Case Management 

Record

FFS/MLTSS 

Voluntary LTSS-3: LTSS Shared Care Plan with Primary Care Practitioner Case Management 

Record

FFS/MLTSS 

Voluntary LTSS-4: LTSS Reassessment/Care Plan Update after Inpatient Discharge Assessment/Case 

Management Record 

FFS/MLTSS 

Voluntary MLTSS-5: Screening, Risk Assessment, and Plan of Care to Prevent Future Falls Case Management 

Record

MLTSS

Mandatory LTSS-6: LTSS Admission to a Facility from the Community Claims/Encounter Data FFS/MLTSS

Mandatory LTSS-7: LTSS Minimizing Facility Length of Stay Claims/Encounter Data FFS/MLTSS

Mandatory LTSS-8: LTSS Successful Transition After Long-Term Facility Stay Claims/Encounter Data FFS/MLTSS

Voluntary HCBS-10: Self-direction of services and supports among Medicaid beneficiaries 

receiving LTSS through managed care organizations

Case Management 

Record

MLTSS

Voluntary MLTSS: Plan All-Cause Readmission (HEDIS) Claims/Encounter Data MLTSS
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ÅStates and territories can include the costs associated with planning, 
implementation, and ongoing use of the HCBS Quality Measure Set in 
their MFP budgets

ÅAllowable costs include (but are not limited to): 

ÅDeveloping a quality management strategy and plan 

ÅConducting experience of care surveys 

ÅCollecting and analyzing data for measures constructed from claims 
and/or encounter data and assessment/case management records 

*As of August, CMS reports that only 50% of MFP states have 
requested the administrative match for HCBS QMS 
implementation
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2028  Home  and 
Community -Based 
Services  (HCBS)  Quality  
Measure Set  Review  
Workgroup



2028 HCBS Quality Measure Set Review Milestones

Å Late 2025/Early 

2026: CMS

releases 

proposed 2028 

HCBS Quality 

Measure Set in 

Federal Register 

for public 

comment

Å No later than 

December 31,

2026: CMS posts

final 2028 HCBS 

Quality Measure 

Set in Federal 

Register
All webinars and workgroup meetings are held virtually and are open to the public.

33



Measures Suggested for Removal from or Addition to the 

HCBS Quality Measure Set

34



Results of the Public Call for Measures

35

ÅFor the 2028 HCBS Quality Measure Set review, members of the public 

were invited to suggest measures to add to or remove from the HCBS 

Quality Measure Set.

ïThe call for measures was open from July 8 to August 16, 2024.

ÅA total of 45 measures were suggested for addition to or 

removal from the 2028 HCBS Quality Measure Set.

ï30 measures suggested for addition

Å6 of the 30 suggested measures for addition did not meet the criteria for workgroup 

discussion due to incomplete submissions and/or failing to meet the technical feasibility 

criteria.

ï15 measures suggested for removal
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Domain 1

Current 

Measures

Suggested for 

Removal

Suggested for 

Addition

Choice and Control 9 0 9

Consumer Leadership and Development 0 0 1

System Performance andAccountability2 3 1 1

Service Delivery and Effectiveness3 11 2 1

Person-Centered Planning and Coordination 9 3 0

Community Inclusion4 10 1 5

Access and ResourceAllocation 3 2 0

Holistic Health and Functioning 12 3 3

Human and Legal Rights 8 3 4
1 These domains were adapted from the National Quality Forum HCBS Quality Measure Framework. One domain in that framework (Caregiver Support) is not included in this list, as there are 

no measures currently in the HCBS Quality Measure Set, suggested for addition, or suggested for removal that fall into that domain.
2 System Performance and Accountability includes rebalancing measures.
3 Service Delivery and Effectiveness includes workforce measures.
4 Community Inclusion includes measures of employment, non-medical transportation, social connectedness and relationships, and community participation.



BudgetReconciliation: 
Highlightsfrom H.R.1, the 
OneBigBeautiful Bill Act



38w w w . n a s d d d s . o r g

Rural Health Transformation Fund

RHT Program funding is $50 billion 

ÅAllocated to approved States 

Å$10 billion of funding each fiscal year, beginning in fiscal year 
2026 and ending in fiscal year 2030.

Å50% to be distributed equally amongst all approved States

Å50% will be allocated by CMS based on a variety of factors 
including rural population, the proportion of rural health facilities 
in the State, the situation of certain hospitals in the State, and 
other factors to be specified by CMS in the NOFO
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Rural Health Transformation Fund

States must use RHT Program funds for three or more of the 
approved uses of funds (non-exhaustive):
ÅPromoting evidence-based, measurable interventions to improve prevention and chronic disease 

management.

ÅProviding payments to health care providers for the provision of health care items or services, as 
specified by the Administrator.

ÅPromoting consumer-facing, technology-driven solutions for the prevention and management of 
chronic diseases.

ÅAssisting rural communities to right size their health care delivery systems by identifying needed 
preventative, ambulatory, pre-hospital, emergency, acute inpatient care, outpatient care, and post-
acute care service lines.

ÅSupporting access to opioid use disorder treatment services (as defined in section 1861(jjj)(1)), 
other substance use disorder treatment services, and mental health services.

ÅDeveloping projects that support innovative models of care that include value-based care 
arrangements and alternative payment models, as appropriate.
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Rural Health Transformation Fund

How to Apply for RHT Program Funding

ÅApplication instructions will be included in NOFO released on 
September 15, 2025

ÅCMS will engage with States in the open application period to 
answer questions

ÅApplication submissions will close in early November

ÅAwards will be decided by December 31, 2025

CMS is working through governorsô offices to distribute 
these funds ðthis is your point of contact
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Community Engagement Requirements
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Community Engagement Requirements

The law requires HHS to release an interim final rule by June 
2026 leaving states with limited time to develop or change 
implementation plans, protocols, and systems (and to test 
systems changes) before the January 2027 work requirement 
implementation deadline. The law allows the Secretary to exempt 
states from compliance with the new requirements until no later 
than December 31, 2028, if the state is demonstrating a ñgood 
faithò effort to comply.

Unknowns include criteria for verifying compliance; 
standards for data matching; definition of ñmedically frailò 
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New HCBS Waiver Option

Section 71171: Making certain adjustments to coverage of HCBS under Medicaid  

ÅPermits the State to establish a standalone 1915(c) waiver that does not require participants to meet 
a nursing facility or ICF/IID level of care. 

ÅAll other 1915(c) waivers in the State must meet all statutory requirements. 

ÅThe State must demonstrate that approval of the standalone waiver will not increase average wait 
time to receive HCBS under any other approved waiver. 

ÅThe State must establish needs-based criteria to determine eligibility.

ÅThe State must attest to the cost neutrality of the standalone waiver as compared to the average per 
capita cost of individuals receiving institutional care.

ÅThe State must agree to submit annual reports detailing:

ÅCost of services provided under the waiver and duration of services, broken out by service type; 

ÅComparison of these two data points with equivalent data on other 1915(c) waivers; and

ÅThe total number of participants during the preceding year.

ÅEffective July 1, 2028 
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Provider Taxes

ÅFreezes provider taxes at current levels for both expansion and 
non-expansion states. 

ÅIn expansion states, reduces hold harmless threshold for 
expansion states by 0.5% every year beginning in 2028 until it 
reaches 3.5%

ÅIn non-expansion states, caps hold harmless threshold at 6%.

ÅTaxes on NF and ICF services that are in effect on May 1, 2025 
are exempt from the lower hold harmless threshold, as long as 
the tax is not modified. 
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Other Provisions

ÅRetroactive coverage limited to 2 months (1 month for expansion 
population)

ÅRequires HHS to certify budget neutrality for Section 1115 demonstration 
projects. 

ÅCap on State directed payments

ÅEstablishes a lower cap of $1,000,000 on home equity for LTSS recipients 
that is not waivable through asset disregards. 

ÅEffective October 1, 2026, amends the definition of ñqualified alienò to only 
include an alien lawfully admitted for permanent residence 
ÅExcludes alien visitors, tourists, diplomats, and students who enter the U.S. 

temporarily, certain Cuban and Haitian immigrants, and Compact of Free Association 
(COFA) migrants, refugees, humanitarian parolees, asylum grantees, certain abused 
spouses and children, trafficking victims, and other non-citizens. 

 



46w w w . n a s d d d s . o r g

Questions? 

EĆĖ _ĆĖÙ MĀæĆĖÿÀġíĆĀ súÙÀĚÙ -ĆĀġÀÎġˊ

ZÀĥĖÀ ²ÙçÀĚ
úıÙçÀĚ̩ĀÀĚÓÓÓĚːĆĖç



One Slide Challenge



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?

ΡьШìőċƣќƚШǃŸƨƖШŊƖĲċƣĲƚƣШċĦĦŸůƓũŔƚőůĲŰƣШƽŔƣőШ 9f-IDD this year? 



Georgia: How we used NCI -IDD SoTW Data to Raise the Bar 

Effective Retention Strategies & Key Accomplishments

 Significant Decrease in Employee Turnover: Substantial reduction in 

turnover rates, dropping from 47% in 2020 to 32% in 2023ðdemonstrating a  

15-percentage point decrease over four years. 

Historic Wage Increases:  The average hourly wage increased by $2.50 

between 2020 and 2023, representing a 22% relative increase.

Investing in Our Workforce: Georgia DBHDD established a dedicated 

workgroup focused on improving retention, wages, benefits, and career 

advancement. As a result, we developed a pilot program offering three 

pathways for several hundred DSPs to earn a competency-based certification 

(DSP Certification Pilot Program)       

ÅDSPs who complete the certification program are eligible for a bonus or stipend.



CT Partners with Project SEARCH 
to Increase Participation of People 
with IDD in the NCI Project

Scan the QR code 
to access Project 
SEARCH at UConn 
Health Video

ÅThe Arc Favarh's Project SEARCH at the University of 
Connecticut (UConn) Health Center is a one-year program 
dedicated to building a workforce that includes people with 
disabilities. 

ÅA Project SEARCH intern worked on the National Core 
Indicators project: 

 

Entered 
background 
information

Shadowed 
surveys

Created a 
certificate for NCI 

survey participants

January - March

9ŸŰŰĲĦƣŔĦƨƣќƚШ 9fШƣĲċůШƓũċŰƚШƣŸШ
host more Project SEARCH interns 

and expand opportunities for people 
with IDD to be involved in the 

National Core Indicators project. 



²ƘŀǘΩǎ ȅƻǳǊ ƎǊŜŀǘŜǎǘ ŀŎŎƻƳǇƭƛǎƘƳŜƴǘ ǿƛǘƘ
NCI-IDD this year?

ÁHighest ever completion rate for State of the 
Workforce Survey

ÁReceived funding to conduct the In-Person 
Surveys



Analyzing NCI Data Using a òTraffic Light Methodó of Organization

Action Item
Ohio

(n = 549)

National

30 States

(n = 17,486)

% Difference

Below average, 

potential 

opportunities for 

improvement

Sufficient access to non-medical transportation 74% 80% -6% Ohio

Medicare/Medicaid dual enrollment 29% 50% -21% Ohio

Using a self-directed supports option
4% 21% -17% Ohio

At or above national 

average, but still has 

growth potential

Choice of staff or were aware they could request to 

change staff
64% 60% +4% Ohio

Case manager/service coordinator has talked to them 

about technology that may help them in their everyday 

life

48% 32% +16% Ohio

Staff change too often 40% 42%
+2% Ohio 

(lower is better)

Uses technology in everyday life to help them do things 

on their own
34% 30% +4% Ohio

Has a paid community job 22% 17% +5% Ohio

At or above national 

average, sustain

Autonomy over discretionary spending 93% 90% +3% Ohio

Choice of regular day activities 89% 85% +4% Ohio

Choice of home 76% 57% +19% Ohio

Choice of roommates 72% 43% +29% Ohio

Choice of day program/vocational habilitation 71% 63% +8% Ohio



The Kentucky Division of Developmental and Intellectual Disabilities 

(DDID), University of Kentucky Human Development institute (HDI), 

and other partners as appropriate develop an outline of items to 

include in the employment and community involvement informational 

sessions, tips for including employment goals in person-centered 

services plans, and information regarding transportation options. 

Kentucky Quality Improvement Committee 
Recommendations

NCI Employment Recommendations



Wyoming 
Home and Community Based Services

ü ²Ƙŀǘ ƛǎ ƻƴŜ ŜȄŎƛǘƛƴƎ ǿŀȅ ȅƻǳΩǾŜ ǳǎŜŘ b/L-IDD Data this 
year?

üNCI-IDD data is now a part of our strategic planning 
measures.
üThese measures are used to verify if changes are successful.



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

MO One Slide Challenge: Incentivizing Participation in 
the NCI State of the Workforce for IDD Survey

ô22 Survey

SoTW N: 261

VBP N: 97

ô23 Survey

SoTW N: 248

VBP N: 98

ô24 Survey (prelim results) 

SoTW N: 239

VBP N: 123

Looking forward 

to the future!

What : a $2,000 incentive for providers who complete 

the SoTW (including wages, turnover and vacancy).

How: providers complete the survey, then attest to it 

in REDCap.
 

Once the survey data is available, the providers that 

met the criteria is validated against those who 

submitted a survey attestation. Then, payments are 

processed for providers that met the initiative criteria.

Looking forward : as more data is collected, we will 

be watching to see ifé
 

Å the number of VBP participants continues to 

increase.

Å data trends exist among providers who also 

participate in other VBP initiatives.

Want to Know More? https://dmh.mo.gov/dev-

disabilities/vbp 

https://dmh.mo.gov/dev-disabilities/vbp
https://dmh.mo.gov/dev-disabilities/vbp
https://dmh.mo.gov/dev-disabilities/vbp


One Slide Challenge Discussion

ÅDo you have any questions for the states?

ÅWhat interested you specifically?

ÅWhat can you see replicating in your state? 

ÅWhat barriers might you encounter?



BREAK



DŜǘǘƛƴƎ ǘƘŜ ά¸ŜǎέΥ 9ƴŎƻǳǊŀƎƛƴƎ 
participation in the NCI-IDD 

Surveys



Virginia



Getting the Yes! & 
Provider Engagement

Presenters: 

Kayla Diggs Brody

Darlene Tyktor

with input from Leann Nussberger

https://nci.partnership.vcu.edu/nci---idd-project/ diggskg@vcu.edu



Overview

ÅSchedule

ÅStay positive!

ÅGet to know the person...before you call

ÅAct like you like your job :)

Å9ȄǇƭŀƛƴ ǘƘŜ άǿƘȅέ

ÅAccommodations

ÅtǊƻǾŜ ȅƻǳΩǊŜ bh¢ ŀ ǎŎŀƳƳŜǊ

ÅTraining & Resources

ÅState & Provider engagement



Schedule

Å.ŜŦƻǊŜ ƳŀƪƛƴƎ ŎŀƭƭǎΣ ƪƴƻǿ ǿƘŜƴ ȅƻǳΩǊŜ ŀǾŀƛƭŀōƭŜ ϧ ƘŀǾŜ ȅƻǳǊ ǎŎƘŜŘǳƭŜ 

open and ready

ÅBe flexible with your scheduling

ÅAcknowledge & validate that everyone is busy

Å¢Ƙƛƴƪ ŀōƻǳǘ ǿƘŜƴ ȅƻǳΩǊŜ ŎŀƭƭƛƴƎ ǇŜƻǇƭŜ

ḬDifferent types of contacts are typically available during different 

times of the week (e.g. Group Homes, Day Support, Parents, etc.)

ḬAvoid Friday afternoons for Group Home Supervisors



¸ƻǳ Ƴŀȅ ƴƻǘ ƎŜǘ ŀ Ŏŀƭƭ ōŀŎƪΣ ŘƻƴΩǘ ƎŜǘ 

discouraged by that either

Stay Positive!

Not every call will become a yes, you will 

not have 100% success rate

Getting the Yes Mantra:

5ƻƴΩǘ ƎŜǘ ŘƛǎŎƻǳǊŀƎŜŘΦ  5ƻƴΩǘ ǿŀǎǘŜ ŜƴŜǊƎȅ ƻƴ ŀ ƴƻΦ  5ƻƴΩǘ ƭŜǘ ŘŜŎƭƛƴŜǎ ƎŜǘ ȅƻǳ ŘƻǿƴΗ

5ƻƴΩǘ ōŜ ŘƛǎŎƻǳǊŀƎŜŘ ƛŦ ǎƻƳŜƻƴŜ ƛǎ ƳŜŀƴ 

and disrespectful to you

5ƻƴΩǘ ƎŜǘ ŦǊǳǎǘǊŀǘŜŘ ƛŦ ǎƻƳŜƻƴŜ ƘŀƴƎǎ ǳǇ 

on you

Be mindful of how much time passes between an initial 

άȅŜǎέκ άƳŀȅōŜέ ŀƴŘ ŦƻƭƭƻǿƛƴƎ ǳǇ

Calling more people results in higher completion 

numbers not repetitive calls to the same person



Get to know the person...before you call

Review contact information of the person and create a summary 

Provides connectivity with 

the person about their life

Sharing a few details further validates who 

ȅƻǳ ŀǊŜ ŀƴŘ ǿƘȅ ȅƻǳΩǊŜ ŎŀƭƭƛƴƎ

Populate with contact information and 

other pertinent info like names of case 

manager, parents, legal guardians, provider 

contacts

Use to establish rapport and keep 

information handy while calling

Create notecards/notes with key information*

*Must keep in a secure location



Act like you like your job :)

ÅHave enthusiasm when calling people

ÅBe excited about the opportunity for participants to share their 

perspectives

ÅBalance a professional demeanor with friendliness

ÅExplain why the survey is important



9ȄǇƭŀƛƴ ǘƘŜ άǿƘȅέ

ÅTake some time to understand why the survey & the data is collected in your 

State

ḬHow is your State using the data? Have they used the data? 

ḬWhat initiatives have been born out of results from the survey?

ḬAre there any reports that can be shared with participants?

ÅAssume potential participants know nothing about NCI

ḬBe aware that you are most likely going to be making a cold call

Ḭ5ƻƴΩǘ ōŜ ǘƻƻ ŦƻǊƳŀƭ ǿƘŜƴ ŎŀƭƭƛƴƎ

ḬMake the ask conversational rather than scripted/robotic

ÅTell participants:

Ḭ that the survey is not mandatory but their perspective is appreciated

Ḭ the State wants to improve service delivery

Ḭ the State wants data from real life people



Accommodations

Can accommodate communication needs using 

Language Line, ASL interpreters, interpreters on staff, 

communication boards, etc.

There are two parts to the survey, encourage the 

person to participate as much as they can and/or use 

a proxy if needed in Section 2

We value whatever kind of participation the 

participant is able to do 

Break up interview into multiple sessions if 

necessary

Participants can answer when they want, they can skip 

questions

Consider the survey method options in your State: 

virtual vs. in-person

You may often be told by parents, guardians and provider staff that the participant is unable to 

communicate or is too limited to participate. Here are some ways to explain participation is possible for 

all:



tǊƻǾŜ ȅƻǳΩǊŜ bh¢ ŀ ǎŎŀƳƳŜǊ

Validate their concerns
Offer to mail or e-mail participant information to 

further validate the initiative

If your State sends letters, ask if 

participant received letter

Mention they can contact SC before 

participating to validate information

Provide NCI website information (HSRI 

ϧ ȅƻǳǊ {ǘŀǘŜΩǎύ

Consider adding photographs of 

interviewers to your NCI website

Always leave a voicemail
Customize your email signature and include 

logos for your institution/place of employment  

and NCI-IDD



Training & Resources

ÅMock phone calls - Practice getting the yes with other 

interviewers

ÅMock interviews with other interviewers or co-workers 

with disabilities

ÅShadow interviews with project staff well versed in 

protocol and survey

ÅBefore doing interviews - read over the survey, all 

information not just questions, along with the IPS 

surveyor handbook

ḬUnderstand why you are asking the questions 

ÅQuality Assurance Look Alongs/Shadow Interviews

ÅScript for initial phone calls

ÅInterviewer mentors 

ÅProvide 1:1 support when needed

ÅMonthly supervisor check-ins

ÅGroup Chats

ÅGoogle folder with resources

Training Resources



State & Provider Engagement

ÅLŦ ŀ tǊƻǾƛŘŜǊ ǎŀȅǎ ǘƘŜȅ ŘƻƴΩǘ ƘŀǾŜ ǘƛƳŜΥ

ḬProtocol states we need to talk with participant in order to decline

ḬAsk Provider to facilitate a phone call with the participant to discuss the survey 

and obtain consent

ÅDecline Log

Ḭname of person who declined

Ḭ type of person who declined (LG, Provider, Participant, etc.)

Ḭ If a Provider declines: 

name of provider organization

reason for decline

ÅProvider decline reports provided to State

ÅConversations with State Office of Quality Management and Office of Human Rights



Now that you have the YES!

5ƻƴΩǘ ŦƻǊƎŜǘ ǘƻ ǎŜƴŘ ǊŜƳƛƴŘŜǊǎ 

about a scheduled interview.

Many people appreciate a call/text/email the 

day before a scheduled interview.  



Thank You!



Examples of resources to help 
άƎŜǘ ǘƻ ȅŜǎέ



NCI-IDD Data 
Spotlights

Idd.nationalcoreindicators.org 
Go to Survey Reports & Insights
Click on Data Briefs, Highlights and Spotlights. 



Customizable At a Glances:

IPS and Family Surveys and 
State of the Workforce

Email dhiersteiner@hsri.org 
to request

mailto:dhiersteiner@hsri.org


Videos and other resources
Video vignette about what it is like to participate in the NCI-
IDD IPS survey. 

This video is intended to be shared directly with people with 
IDD and their families as a consent and decision aid. 

The video describes the 

Åpurpose of the survey, 

Årights and risks of participation, 

Åhow we protect privacy, and 

Åhow we use data from the survey. 

SPANISH: https://www.youtube.com/watch?v=mvlqL5PTFYU  

ENGLISH: https://www.youtube.com/watch?v=GAs-wyoxHDs

https://www.youtube.com/watch?v=mvlqL5PTFYU
https://www.youtube.com/watch?v=GAs-wyoxHDs
https://www.youtube.com/watch?v=GAs-wyoxHDs
https://www.youtube.com/watch?v=GAs-wyoxHDs


LΩƳ DƻƛƴƎ ǘƻ 5ƻ !ƴ b/L {ǳǊǾŜȅΗPDF: 
https://idd.nationalcoreindicators
.org/wp-
content/uploads/2024/05/Im-
going-to-do-an-NCI-IDD-
survey.pdf  

PPT for customization: 
https://idd.nationalcoreindicators
.org/wp-
content/uploads/2024/05/Im-
going-to-do-an-NCI-IDD-
survey_For-customization.pptx 
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Other resources 

ÅEmail and text templates to send remote survey access info

ÅάƘƻǿ ǘƻ ŀŎŎŜǎǎ ȊƻƻƳέ 

ÅZoom FAQs

Logging into a Zoom meeting using a personal 

computer or laptop

https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Logging-into-a-

Zoom-Meeting-using-a-personal-computer-or-

laptop.pdf 
Logging into Zoom meeting using iPhone or 

iPad

https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Logging-into-Zoom-

Meeting-Using-an-IPhone-or-IPad.pdf 
Logging into a Zoom meeting using an Android 

device

https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Logging-into-a-

Zoom-Meeting-using-an-Android-device.pdf 
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Additional resources
Join a Zoom Meeting from an Email Message https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Join-a-Zoom-

Meeting-from-an-Email-Message.pdf 
Set Up Sound and Video in a Zoom Meeting https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Set-Up-Sound-and-

Video-in-a-Zoom-Meeting.pdf 
Zoom Meeting Controls (Buttons) https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Zoom-Meeting-

Controls-Buttons.pdf 
Zoom instructions https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Zoom-

instructions.pdf 

Proxy/Interpreter flier https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/Proxy-and-

interpreter-flier.pdf 

Survey Meeting Appointment https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/TEMPLATE-Remote-

Survey-Meeting-Appointment.docx 
Survey Meeting Reminder https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/TEMPLATE-Remote-

Survey-Meeting-Reminder.docx 
Ψ¢Ƙŀƴƪ ȅƻǳΩ ƳŜǎǎŀƎŜ όǘƻ ǎŜƴŘ ŀŦǘŜǊ ǎǳǊǾŜȅ 

meeting)

https://idd.nationalcoreindicators.org/wp-

content/uploads/2024/05/TEMPLATE-Thank-you-

message.docx 
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State Examples: Old and New
Ways to share data and/or advertise the NCI-IDD 
surveys to encourage participation



Nebraska ς One page at-a-glance social media 
campaign to share data

ÅEach ñOne Page at a Glanceò 
permits individuals to explore 
the questions answered by 
survey respondents in a 
straightforward and 
uncomplicated fashion . 

ÅA social media campaign is 
developed around each ñOne 
Page at a Glanceò to disseminate 
the information and direct the 
recipients to additional resources 
at DHHS and other supportive 
entities across the State of 
Nebraska



Michigan

Sharing 
data



Arkansas: IPS Info



Alabama: IPS info



South Dakota:

Data and survey info



Wisconsin: Family Survey Info



Missouri

Missouri: 
Family Survey 
info and data



Louisiana:
Family Survey Info and Data



IŜƳƛƴƎǿŀȅΗ CƛǊǎǘ ŘǊŀŦǘΧ


