
1 o 11

Direc Care Suppor Workorce Survey
Summer 2023

The Naonal Associaon o Councils on Developmenal Disabilies (NACDD) recognizes he complex issue o
recruing, reaining, and mobilizing direc suppor proessionals (DSPs) and Direc Care Workers (DCWs)

hroughou he Unied Saes and erriories. While he lack o a robus DSP/DCW workorce has been a
concern or many years, he recen shorages have become unsusainable. This crisis has signican impacs on

he daily lives o individuals wih disabilies, heir amilies, allies, and communies. To address hese issues, i
is necessary or NACDD o explore he goals and legislave eors o he DD Council nework.

Sysemic Challenges o Meeng he Need or Direc Care Workers

A high-qualiy proessional workorce ha earns a living wage is essenal o providing he necessary suppor
and services o our consuens where hey live, work and play. Medicaid is he primary source o unding or

he programs employing hese workers. The currenMedicaid reimbursemen sysem and cos-cutng acons
by sae legislaures and Medicaid ocials have exacerbaed he workorce crisis already hampered by low

wages, a lack o aordable healh insurance, high urnover, and a shorage o sa. Demand or hese workers
rom privae indusry and oher human services secors is also high, leading o compeon among indusries

or workers. Low wages, high demand, and poor reimbursemen sysems have been compounded over hree
decades, leading o a sysemic ailure ha has lef many people in crisis. Indeed, a grave hrea o he lives o

our consuens and heir amilies has resuled rom a lack o soluons o his problem.

Millions o people receive help rom amily and unpaid caregivers or healh and unconing reasons. These

suppors are crical and ye we do no have sucien daa or sraegic planning conversaons. We need more
exploraon o communiy-suppored living opons and employmen goals when amily caregivers can no

longer provide adequae care.
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Hisory o he DD Council Survey o Acvies o Address he DCW Crisis
The Direc Care Workorce/Direc Suppor Proessional (DCW/DSP) Survey was creaed by NACDD sa and
sen o he Sae Councils on Developmenal Disabilies (SCDD), also known as he Councils, on June 20, 2023.

Each Council received a reminder email hree weeks afer he survey was opened, wih ollow-up phone calls,
discussion on bi-weekly Zoom calls and emails. Afer one monh, he survey received 39 responses ou o 56

DD Councils, wih a 68% response rae. The ollowing DD Councils conribued inormaon o his survey.

Northeast:

Conneccu
Massachuses

New Hampshire
Rhode Island

Vermon

New Jersey
New York

Midwest:

Ohio
Wisconsin

Iowa
Minnesoa

Missouri

Nebraska
Norh Dakoa

Souh Dakoa

South:

Florida
Georgia

Maryland
Norh Carolina

Souh Carolina

Virginia
DC

Wes Virginia
Alabama

Kenucky
Mississippi

Arkansas
Texas

West:

Arizona
Colorado

Idaho
Uah

Alaska

Oregon
Washingon

Territories and Other:

CNMI
Guam

Puero Rico

No response: American Samoa, Caliornia, Delaware, Hawaii, Illinois, Indiana, Louisiana, Maine, Michigan, Monana,
Nevada, New Mexico, Oklahoma, Pennsylvania, Tennessee, Virgin Islands, Wyoming, Kansas
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Overwhelming Majoriy o Councils are Addressing he DCW Crisis

O he 39 responding Councils, 18 repored ha hey are addressing he crisis his year, and 26 repored

currenly working wih parners. Eigh Councils repored ha he DCW/DSP crisis is an explici goal in heir ve-
year sae plan while oher Councils are addressing he crisis in oher ways. 72% o Councils ha responded

(26) are actvely working on he DSP crisis and parnering on policy solutons.

The ollowing graph shows he variey o parnerships which Councils repor working wih his year. Tweny

councils noed parnering wih heir sae governmens. Addionally, 18 Councils idened oher disabiliy
organizaons as curren parners. Many Councils worked wih mulple organizaons. For example,

parnerships in he “oher” caegory include Paren Training and Inormaon Ceners, Universiy programs
oher han he Universiy Ceners or Excellence in DD (UCEDDs), Leadership Educaon in Neurodevelopmenal

Disabilies (LEND programs), privae research rms, sel-advocacy organizaons, and provider organizaons.
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Councils are Working on Legislave Acon or Sysems Change
NACDD is proud o repor ha legislave advocacy has been a key area o advocacy eors across he Councils.
33% o Councils ha responded o he survey (13/39) have drafed heir own sae legislaton. In additon,

62% have suppored bills rom oher organizatons (24/39). Ten saes have boh addressed he crisis wih
heir own bills and by supporng bills rom oher organizaons. This ype o legislave advocacy is a clear

demonsraon o he unique role o Councils in relaonship o heir legislaures and governors' oces.
Saes drafing heir own bill Saes supporng bills rom oher organizaons: Saes drafing heir own bill AND supporng bills

rom oher organizaons

1. Arkansas
2. Georgia
3. Oregon
4. Rhode Island
5. Guam
6. Ohio
7. Conneccu
8. Florida
9. Idaho
10. Wes Virginia
11. Wisconsin
12. Maryland
13. Massachuses

1. New Hampshire
2. Arkansas
3. Norh Carolina
4. Nebraska
5. Texas
6. Georgia
7. Oregon
8. New Jersey
9. Arizona
10. Alaska
11. Rhode Island
12. Puero Rico
13. Minnesoa
14. Disric oColumbia
15. Uah
16. Ohio

17. Conneccu
18. Norh Dakoa
19. Iowa
20. Florida
21. Wes Virginia
22. Vermon
23. Maryland
24. Massachuses

1. Arkansas
2. Georgia
3. Oregon
4. Rhode Island
5. Ohio
6. Conneccu
7. Florida
8. Wes Virginia
9. Maryland
10. Massachuses
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DCW Wages is he Mos Common Legislaon
Mos Councils are ocused on increasing wages or DCWs/DSPs, wih 59% o Councils (23) identying his as
heir main legislatve goal. The second mos common goal o legislaon is abou career pipeline and raining,

which is idened as a legislave goal by 38% o Councils (15). Sandard occupaonal classicaon is idened
as a goal by 3% o Councils (4).

NACDD is proud o recognize ha 31% o Councils (12/39) repor passing legislaton in a leas one legislatve
chamber ha addresses he DCW/DSP crisis. This momenum is a srong indicaon o uure success.

Successul legislaon ha passed a leas one legislave chamber addresses relaed needs such as wages, rae
setng or providers and Managed Care Organizaons, Home and Communiy Based Setngs and Early and

Periodic Screening and Diagnosc Treamens (EPSDT).

Ohio, Virginia, and Wisconsin repored ha in heir saes, hey have approached his issue in he budge

processes, no separae legislaon. Oregon and Arizona councils saed ha while hey did have bills in
commiees, heir bills were no approved. Fuure sudies or research could include a deeper analysis o hese

bills.
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Six Councils repored o NACDD ha hey worked on laws ha passed in he las year
ha include suppor or DCWs.

New

Hampsh
ire

Wages

and
raining

Language included in he sae budge requiring reviewing raes or HCBS wih inen

o increase wages and suppor raining or DCWs in 2023. See HB 2-FN-A-LOCAL a
hps://www.gencour.sae.nh.us/bill_saus/billino.aspx?id=1081&inec=2

Rhode

Island

Wages Following a consen decree which was highly crical o he reimbursemen raes or

Medicaid HCBS, he legislaure included increase in wages or direc suppor
proessionals hrough he sae budge process.

Connec

icu

Sandard

Occupa
onal

Code;
Wages

Creaed new sae sauory denions or IDD and denions or services based on

sae and sudy naonal bes pracces and evaluae how unding levels or services
and programs are deermined or each individual wihin he sae and in oher saes.

See Subsue HB 5001 a
hps://www.cga.c.gov/2023/ACT/PA/PDF/2023PA-00137-R00HB-05001-PA.PDF

Florida Wages The work o he Pay Fair or My Care campaign alongside he voices o housands o
individuals and amilies, inuenced lawmakers o raise he level o pay o $15 per hour

or DCWs. This is he larges increase Florida has commied o in over 10 years. See
HB 5001

hps://laws.rules.org/2022/156

Wes
Virginia

Wages
and

Career

Pipeline

Required a workorce sudy peraining o HCBS waiver services o include
recommendaons as o he appropriaeness o he currenmean hourly pay rae or

DCW, as well as any poenal pay rae increases necessary o ensure ha he

programs can successully recrui and reain qualied personnel. See SB 617 a
hps://www.wvlegislaure.gov/Bill_Saus/bills_ex.cm?billdoc=sb617%20sub1%20e

nr.hm&yr=2023&sessype=RS&i=617

Nebrask
a

Wages Council eors during he pas legislave session included esying a an
appropriaons commiee legislave hearing and providing educaonal alking poins

on he DSP shorage o advocae or increased provider raes (LB526 & LB601). Raes
were increased in an appropriaon sae budge bill. See

hps://nebraskalegislaure.gov/bills/view_bill.php?DocumenID=50699
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DCW Legislaon has Biparsan Suppor
When asked abou parsan suppor o legislaon, 14 Councils noed ha his queson was no applicable.
Tweny-one (21) Councils responded ha heyhave bipartsan suppor or heir legislaton. This means ha

o 24 Councils ha had suppor on legislaton, 21 Councils (88%) had bipartsan suppor. The ollowing map
shows he Councils wih biparsan suppor on legislaon. Only Arkansas, New York, and Iowa indicaed ha

heir legislaon received Democrac suppor only.
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Oher Advocacy Eors
Councils have advocaed or policy changes in a variey o ways. 74% o Councils (29/39) repored advocang
in meengs wih lawmakers o educae and inorm hem abou he DSP crisis, or example providing esmony

or personal sories o he legislaors. Oher councils worked in he adminisrave branch by providing
commens o proposed sae regulaons on he DCW crisis.

Personal soryelling connues o be a useul sraegy o encourage dialogue among lawmakers, Councils,

communiy members, and amilies. Councils were able o check specic sraegies ha hey use. The mos

consisen advocacy sraegies used by Councils was o collec and share sories using social media. In
addion, 17 Councils have creaed publicaons or repors based on he personal sories gahered. Several

councils used more han one sraegy. The able below shows a ew o he ways councils advocaed in heir
saes and he dieren media used o educae lawmakers and he public abou he DCW crisis.
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Participated in coalition activities (sign on letters, cobranding
materials)

Advocated in meetings with lawmakers

Developed talking points or educational materials for
lawmakers

Provided personal stories to legislators

Provided testimony before legislature

Drafted comments

Additional Strategies that Councils Use
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Addional Commens and Insigh
The nal quesons in he DSP survey asked or addional commens rom he Councils. These commens show
how he use o media, sharing sories, developing or supporng legislaon, and solving problems is

accomplished in local communies. Some Councils have been working on he crisis or years, notng ha i is
no longer a crisis bu a sysemic ailure, while ohers have jus begun ocusing on his issue. NACDD

encourages all Councils o share heir successes, sraegies, and barriers. Here are a ew examples o
commens (lighly edied or clariy).

We have unded a large service provider organizaon o ulize he Charng he Lie Course ramework o

improve he organizaon isel…. ulizing our Public Healh Workorce unding in parnership wih our UCEDD
o nd soluons o he DSP workorce crisis. The projec is a) idenying promising pracces boh wihin he

sae and across he counry o gain buy-in rom DSPs and heir managers hrough acve parcipaon, b)
produc developmen and esng a ool ki, c) nalize and share he oolki.

- Arkansas Governor's Council on Developmenal Disabilies

We have “Mee he Need NC,” which is an iniave ocused on raising awareness, policy, collecve impac.

We have our lm, “Unme,” showing a NACDD's 2023 annual conerence. We have worked o bring ogeher
mulple groups across he sae o engage on he DCW issue.

- Norh Carolina Council on Developmenal Disabilies

“Making Work Work or People wih IDD” is a 30-minue educaonal program produced in parnership wih
Nebraska Public Media (www.nebraskapublicmedia.org). The program was developed in parnership wih,

and unding rom, he Nebraska Associaon o Service Providers (NASP), People Firs o Nebraska, and he
Nebraska Council on Developmenal Disabilies. The lm encourages neuroypical Nebraskans o consider a

lielong career in I/DD suppored employmen service provision.
- Nebraska Council on Developmenal Disabilies

We are par o a group hamees wih our sae DD agency working on 3 raining pahways ha seek o
creae career pahs or DCWs.

- Georgia Council on Developmenal Disabilies
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We are advocang wih he Governor's oce or a workorce campaign ocused on his populaon...
We parcipaed in he inial designs o a sae-run websie ha connecs job seekers wih careers in

developmenal disabilies services in Oregon. See hps://impacoregon.careers/browse-careers/
- Oregon Council on Developmenal Disabilies

We successully advocaed o a sae Medicaid agency reques o CMS or a permanen change o a waiver
allowing parens o be paid or aendan care/habiliaon services or heir minor children (previously a

emporary exibiliy suppored during pandemic and wih ARPA unds).
- Arizona Developmen Disabilies Planning Council

Missouri has a srong provider nework ha has worked almos exclusively on he DSP crisis or many years.

They have succeeded in having he wages or DSPs raised. The Council has shared inormaon abou he
workorce crisis online, as well as inormaon abou opporunies o esy a hearings... The Council ormed

an Olmsead Sub-commiee ha is working o address [hreas o communiy living], ha will also include
addressing he workorce crisis as his is being used as leverage o develop insuon-like setngs.

- Missouri Developmenal Disabilies Council

We are working wih colleges o provide credi on courses or DSPs, working wih High School Career

Programs o include DSP as a possible career choice, and working o change he image o DSPs o align heir
dues wih oher proessions.

- Ohio Developmenal Disabilies Council

We are now parnering wih our Proecon and Advocacy (P&A), ND Assisve (echnology devices and service
soluons), Money Follows he Person (MFP) projec, and aging services o explore assisve echnology o help

people live in lesser resricve environmens and o cu down on sa needs.

- Norh Dakoa Sae Council on Developmenal Disabilies

We are currenly working wih Mahemaca, Inc. which is compleng an environmenal scan and conducng
a survey and inerview research projec o hear rom individuals wih I/DD and amilies on how hey solve he

problem o nding suppors hrough innovave and creave means. In uure years, we will be implemenng
recommendaons rom he Mahemaca sudy and an evaluaon o assess impac.

- Florida Developmenal Disabilies Council

The HCBSQualiy Commiee is sponsored by he Council and is comprised o sel-advocaes, amilymembers,

providers and deparmen represenaves. The commiee mees our mes a year, wih provision or more
requen sub-commiee meengs on selec opics as needed. I provides a orum or acve, open and

connuous dialogue beween sakeholders and he DDA or implemenng, monioring and improving he
delivery o waiver services o besmee he needs o people wih inellecual and developmenal disabilies.

- Washingon Developmenal Disabilies Council

We were on a Governor's Task Force on Caregiving ha developed 16 proposals including credenaling and
ree cercaon; rae band sudy; paid leave legislaon; ec.

- Wisconsin Board or People wih Developmenal Disabilies
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Possible Opporunies or Fuure Acon
NACDD connues is commimen in supporng nework-wide acvies o help guide he Councils. Currenly,

NACDD mainains a working group wihin he Public Policy Commiee (made up o council members, council

sa and sel-advocaes rom 12 dieren saes) which is ocused on sae policy maers including he DCW
crisis. Meeng monhly, his commiee provides a orum or councils o share heir experse and success

sories rom heir saes.

Wih addional resources, uure NACDD acviy could include addional daa and analysis o annual council
acvies and sory collecon around DCW policy iniaves, he developmen o a shared sory daabase,

member and sa led rainings o provide a roadmap or sysems change and dedicaed echnical assisance o
councils looking o improve sae policy concerning DCWs.

Conclusion
Councils are key sakeholders in creang sysems change because o heir experse in sae legislave and

adminisrave sysems and close relaonships wih heir governors, sae legislaors and adminisraors o

sae programs involving DCWs. The Sae Developmenal Disabilies Councils nework connues o leverage

is unique relaonship wih ederal and sae sakeholders o nd innovave soluons o he DCW crisis

hrough he developmen o sae public policy. Many o hese innovaons are replicable and scalable and

should be considered by oher saes and Ceners or Medicaid and Medicare when developing policy.

###

NACDD exends a sincere message o graude o Lily Gullion, MS, OTR/L, or her conribuon o his repor

and o all he DD Council execuve direcors and sa who ook par in his survey and connue o advance
communiy living or all hrough heir hard work and dedicaon.

For more inormaon, conac Erin Prangley a eprangley@nacdd.org.


