
	

Here we are again, at the busiest time of the year for VOR. 
We just completed our Legislative Initiative and after 5 years post COVID, we finally 
returned to Washington, D.C. for face-to-face meetings. We’re sure all the VOR 
participating members will tell you how energizing it was to walk the halls of the 
House and Senate office buildings and sit with legislators or their staff to discuss the 
concerns of our intellectually disabled and autistic family members. And for those 
legislative offices for whom we did not have a scheduled meeting, our members 

hand-delivered VOR folders assuring that every single member of Congress received our message. That’s a total of 538 offices! 

Next on our calendar, the Department of Health and Human Services (HHS), Administration for Community Living (ACL), 
Department of Justice (DOJ), and other federal agencies are celebrating the 25th Anniversary of the Supreme Court’s Olmstead 
Decision. Hugo Dwyer and Gayle Gerdes will attend the live presentation, in hopes of keeping the presenters honest about the 
true meaning of Olmstead. While many advocates call Olmstead an ‘integration mandate’, we want them to remembers that 
Olmstead is actually a mandate for Choice. After the meeting, Hugo & Gayle will attend a meeting with DOJ, to discuss how we 
may best protect the rights of those with severe I/DD and autism, and advocate for preserving, not eroding, a full continuum of 
care. 

We are also preparing for our Annual Meeting, which will be held on Sunday, June 23rd, from 3 – 6 pm Eastern. For VOR’s first 
three decades, plus or minus a few  years, we held both the Annual Membership Meeting and the Legislative Initiative over five- 
or six-day stretch in D.C. So even though it was open to all members, only those who had the time and resources to attend the 
legislative fly-in would attend all or part of the annual membership meeting. During the pandemic we switched to Zoom for our 
annual meeting, and opened it to members and friends of VOR alike. And it looks like that’s how it will remain, at least for now. 
We hope you will all attend the meeting. We have two great speakers this year. The Zoom link is posted on our website. 

As always, one of the most important parts of the meeting will be the State Reports that our members submit. This is where our 
members share their experience navigating the DD Systems in their state, especially to focus on how to keep our loved ones with 
more severe I/DD and autism safe, make sure they receive the care they need, and protect thier services from the ‘good intentions’ 
of state agencies and legislators. It’s a wonderful opportunity to learn, to advise, to empathize, and to connect with other families.  

Now for the other side of the equation…. We need your help. As you know, VOR is a national grass roots organization that 
advocates for the highest quality care and for families to have real choices in residential options for individuals with I/DD and 
autism. In other words, options need to be available for one to have real choices.  

We work extremely hard to keep our mission alive. You can see this on the following pages. And we work extremely hard to keep 
expenses to a minimum yet focus our resources on where they will do the most for our individuals with ID/DD and autism. However, 
we cannot survive without donations from our members and friends like you. We depend completely on your generosity and must 
humbly ask again for your support. Please consider, once again to stay a dues-paying member and donating to VOR. We cannot 
do this without you! 

We are deeply grateful for all your gifts, and for your ongoing support of VOR’s mission, our families, and our loved ones with I/DD 
and autism. Thank you. 
Most Sincerely, 

 
                   Joanne St. Amand            Hugo Dwyer, 

     President, VOR Board of Directors        Executive Director of VOR – A Voice of Reason 

Summer, 2024	

A Message From VOR’s President and Executive Director	



Some of the participants in the initiative this year. L-R: Dorie, Sam, 
Rita, Terry J, Roslyn, Hugo, Gay, Joanne, Katrina, Nancy, John, 

Casey, and  Mr. Terry 

Harris Capps and Hugo Dwyer met with Kevin 
O’Keefe, Republican Staffer on the House 
Committee on Education and the Workforce. 

VOR’s 2024 Legislative Initiative – Back to D.C. 
It’s been five years since we have held our Legislative Initiative in Washington, D.C. Our once-annual fly-
ins had been cancelled for two years by the Covid pandemic. In the two years that followed, our 
legislative advocacy took place online, via Zoom, as it did for many other groups. This year, we were 
determined to return in person, to meet with congressional staffers and to once again give a voice to 
those who cannot speak for themselves.  
It was not ‘business as usual’ for us. We had a considerably smaller group this year, and for several of 
our participants it was their first time advocating nationally. Understanding the challenge this bore, Gayle 
Gerdes, our health policy advisor, and I aimed for targeted meetings with key committee staffers and 
federal agencies, and managed to connect with some, though not all, of those we contacted. While we 
weren’t able to cover as many states as in past years, our members did cover many of the key offices in 

Illinois, Louisiana, Massachusetts, Arkansas, New York, New Jersey, and Ohio.  
We had meetings with senior policy directors and health staff from the offices of 
Senate Majority Leader Chuck Schumer (D-NY), Senator Bill Cassidy (R- LA, 
Ranking Member of the Senate HELP Committee), House Majority Leader Mike 
Johnson (R-LA), House Minority Whip Katherine Clark (D-MA) and Senator 
Elizabeth Warren of Massachusetts (D-MA), Senator Tom Cotton (R-AR), Senator 
Dick Durbin of (D-IL), and a host of others. We also met with the Office of Disability 
Employment Policy of the Dept. of Labor and staffers on the House Committee on 
Education and the Workforce from both the Republican and Democratic sides to 
discuss the need to preserve 14(c) programs.  
We had interesting meetings with Alison Barkoff and her team at the Administration 
for Community Living, and Melanie Fontes Rainer, Director of the Office of Civil 
Rights of the Department of Health and Human Services, along with several other 
members of that agency. Several of our new participants joined in these discussions, 
sharing their personal experiences and perspectives on the importance of supporting a full range of quality residential care 
options, and the need to include individuals with the most severe intellectual disabilities and autism in any discussion of policy or 
appropriations. Our testimony was powerful. No one on these committees was unmoved by our urgency and the challenges we 
have experienced in caring for our loved ones. We also met privately with Michael Gamel-McCormick, the Senior Policy Director 
of the Senate Committee on Aging and Disabilities, and committee staffer Alison Hernandez. In this meeting, we discussed ways 
in which we might improve the Long-Term Care Workforce Support Act in the next congress. 
But none of the above describes the exhilaration that our group 
felt by meeting and working and dining and walking around the 
marble halls of Congressional Office Buildings together. It was 
amazing. We knew we were making a difference and it felt 
fantastic For those of us who had taken part in the initiative in 
previous years, it was  renewal. For the new participants, it was 
awesome - and awe-inspiring. It was remarkable and tiring and 
eye-opening and important. We were both serious and delirious 
throughout the event. And exhausted as we traveled back to our 
respective homes. We all hope to continue this work next year, in 
the company of many more VOR families who couldn’t attend this year. 

 
The More Things Change, The More They Stay the Same           By Rita Winkeler 

The VOR initiative was a very rewarding experience, and I learned many things during our visits, 
and also with my interaction with VOR members from across the country. The thing that left a 
lasting impression on me was the similarity of the stories from across the country. Story after 
story was told about families trying to do the supposed right thing, and follow the “community is 
best” ideology that is preached to guardians of individuals with disabilities. 
These families tried everything to keep their loved one at home with them, in a small community 
home, and even though they did everything possible their loved one’s needs were not able to be 

met in these community placements. The ICF was the salvation for these families where their loved ones received the services 
they needed to live a safe, happy life. As one guardian recently said, “My son is living his best life now”. 
I shared Marjorie’s story about how her group home had given up hope for her, how they sent her to Murray Center to die, and 
how through the “Miracle of Murray Center” she is now thriving - riding a bike, swimming, and living HER best life.  
So, the names change, but the stories remain the same, and the initiative reinforced my continued appreciation of VOR, and 
their belief in the full continuum of care.   



Marsha and Irene at the office of 
Senator Elizabeth Warren  

The VOR MA Delegation at the office of 
House Minority Whip Katherine Clark 

 
 

With Representative Steve Womack  
 

Our Washington D.C. Legislative Initiative Experience 
By Marsha Hunt and Irene Tanzman, The VOR Massachusetts Delegation 

After weeks of preparation via Hugo’s Zoom meetings and studying up on relevant bills, we 
flew from Boston to Washington DC to represent VOR’s legislative initiative.  
Upon arrival at the Longworth Building on Capitol Hill at 9 am, we were struck by how quiet 
and sparsely trafficked the hallways and offices were. Staying together, it took the two of us a 
couple of hours to distribute VOR informational folders to forty-two representatives’ offices on 
two floors of the building. The noticeably young office workers greeted us in a most pleasant 
way, some offering candy or water. It was a matter of stating our purpose for the drop-in, 
leaving a folder, and being handed contact (“business”) cards of the particular staffer who 
would be reviewing the folder. Each drop-in took about 3 minutes on average.  

Over the rest of the day, we had two appointments with a staffer of a Massachusetts state rep 
and one with a senator’s staffer. Our senator’s staff person seemed to really appreciate 
having the folder of information containing VOR’s stance on bills, which we think Hugo wrote 
in a comprehensive yet concise, easily digestible four pages. On the next day, we had one 
more appointment.  

One staffer we met is a pediatrician who expressed familiarity with autistic children and their 
special treatment needs. A Robert Wood Johnson Foundation Health Policy Fellow from the 
National Academy of Medicine, she decided to spend time in the political realm to 
understand how to better help people’s lives. She will be returning to her practice soon but 
intends to continue to contribute to the health policy discussion.  
The most time we were given by a staffer was 40 minutes and the least was 20 minutes. We 
adjusted well to those limits, fitting in our showing photos and brief video of our sons, giving 
our personal stories, and then Irene, who is well versed about the relevant bills, explaining 
the key points on each bill on which VOR is focused. We were not questioned much. Instead, 
they all listened well and took notes or audio recorded. One staffer stated that if congress 
flips, more could be accomplished.  
Overall, it was a busy two days with lots of walking—in the right and wrong direction—and 
many friendly interactions all fueled by our hopes that we made a difference for our loved 
ones and others like them. Between VOR and other severe ID/autism advocacy groups that 
descended upon Washington DC shortly before and after we did, we believe we made an 
impact. 

 
Advocating for Arkansas  -  Terry Johnson 
Katrina (Robertson) and I got so much out of our first VOR Conference in D.C. It 
wasn’t until this trip that we realized how our membership in VOR has helped us 
become better advocates. We’d both been active within Arkansas for years, but  
this was our first time speaking with congressional staffers on the national stage. 
It’s different here. They deal with the same issues, but from a completely different 
perspective. Now I understand better what our Arkansas mentors like Carole 
Sherman have been doing behind the scenes for so many years.  

We felt like we really solidified and updated 
our face-to-face relationships with our 
Arkansas legislators, who to date have only 
been familiar with our senior HDC 
advocates (Human Development Centers, Arkansas’ name for our state-operated ICFs).    
We learned a lot from other VOR members about how Protection and Advocacy 
agencies across the country often work against the needs of families like ours, and we 
became motivated to prioritize making Arkansas another state that will hold its P&A, 
Disability Rights Arkansas, accountable to its obligation of supporting ICF care models. 
Katrina has really run with this and we are in talks with Ohio, Texas and North Carolina 
advocates who have led the way in this effort.  

We also formed a great friendship with the Pinecrest folks from Louisiana and started assisting them with architectural details of 
their capital improvement projects, similar to what we have recently done in our Arkansas HDC’s.  
The conference helped us get a better idea of what’s happening in other states, how many things we’ve gotten right in Arkansas, 
and how many ways we can work to keep making things better. We both hope we can come back next year. 

Katrina & Terry with Representative Rick Crawford 



The Legislative Materials for VOR’s 2024 D.C. Initiative 

As previously mentioned, we passed out folders to all 538 Congressional 
Offices. The materials we distributed are available on our website, at 
https://www.vor.net/news-and-events/item/vor-s-2024-legislative-initiative. We 
started with the Workforce Shortage, aka the DSP Crisis, which is the most 
pressing issue facing all people receiving long-term services and supports 
through the Medicaid system. We voiced support for three bills.  

The first, and the one with the best chance of passing in this congress, was a bill introduced by Senator Maggie Hassan (D-NH) 
and Representative Brian Fitzpatrick (R-PA) (S.1332 / H.R,2941) that would require the Office of Management and Budget to 
establish a separate category within the Standard Occupational Classification system for the nearly five million direct support 
professionals (DSPs) who care for people with intellectual disabilities and the aging population. This is an important first step in 
helping the Congress, the General Accounting Office, and the Congressional Budget Office understand the nature of this 
workforce, the need to ensure their safety as well as the safety of those who receive their care, and how to strengthen and support 
this workforce.  

We also supported a bill that we knew that the 118th Congress is  highly unlikely to pass, H.R.7267 which was introduced in the 
House by Representatives Paul Tonko (D-NY) and Brian Fitzpatrick (R-PA). This bill would provide a temporary increase to the 
amount that the federal government pays to each state for federal expenditures under Medicaid for individuals with intellectual 
and developmental disabilities, regardless of the setting in which they receive these services. In other words, the bill would raise 
the Federal Medical Assistance Percentage (FMAP) to 90% for three years for all states, and cover all individuals with I/DD 
receiving long-term services and supports through Medicaid, whether in the family home, their own home, a group home, or an 
intermediate care facility.  

Why would VOR ask members of Congress to support such a bill, knowing that they are likely to say that it isn’t realistic and 
that the federal government can’t afford to do this? Because it is realistic, that this is what it would take to even begin to fix this 
broken system, and that we can’t really afford to keep allowing our programs to deteriorate. Congress must be made to see that 
the DD system requires an extensive overhaul. The status quo isn’t working.  

The next bill we brought up is one we are both proud to have worked with the Senate authors to improve, and disappointed that 
it still contains clauses that we believe are not germane to the issue it intends to remedy – the long-term care workforce shortage. 
Michael Gamel-McCormick, the Senior Policy Director of the Senate Committee on Aging and Disabilities reached out to us a 
few months ago about a draft of this bill. VOR had submitted comments about how the Better Care Better Jobs Act and the 
HCBS Access Act imbalanced the Medicaid system and endangered ICFs and Nursing Facilities and the workforce that serves 
them. Mr. Gamel-McCormick requested our input on a draft of this bill, which offered an increase in the ratio of Federal 
payments for Medicaid services to State payments, to cover the workforce in HCBS settings only. The bill did offer smaller 
amounts in grants to states that could be used for DSPs ICFs and other non-HCBS settings. We argued that the entire workforce 
needed to receive the same increases, regardless of the setting in which they work or the Medicaid funding stream that covers 
their payments. Mr. Gamel-McCormick, Senator Bob Casey and Rep. Debbie Dingell did agree to make these changes. However, 
they refused to remove a rider calling for the permanent reauthorization of the Money Follows the Person Rebalancing 
Demonstration Program (MFP), despite our repeated objections. After considerable debate, VOR’s Board determined that we 
should endorse the bill as written, due to our having received the concession to include the entire workforce, knowing that the 
bill will not pass in this Congress and in hopes that our endorsement will encourage the legislators to include us in the revisions 
they will undertake in submitting this bill in the 119th Congress, as they indicated they would be willing to do. So for this year’s 
Initiative, we stated clearly that we support the provisions in S.4120 / H.R.7994 that support the workforce, but that we do not 
support the permanent reauthorization of MFP (H.R.8109), and that this bill should not be reauthorized without reports from the 
General Accounting Office (GAO), Congressional Budget Office (CBO) and hearings in the House Energy and Commerce 
Committee to determine what the desired balance between ICF and HCBS services should be and whether or not such a balance 
of services has already been reached or possibly exceeded.  

The last bill we discussed in our folders and presentations was H.R.7213, which calls for renewing the Autism CARES Act as 
previously written. We voiced our support for including people with severe or profound autism in the bill and following the 
suggestions put forth by the Autism Science Foundation (ASF) and our friends at the National Council on Severe Autism. The 
current form of the bill does not acknowledge the distinction between the neurodivergent community and individuals with 
severe/profound autism. It would also continue funding the Interagency Autism Coordinating Committee (IACC), as the agency 
representing people with autism, despite the fact that they have steadfastly refused to acknowledge the families of the 
severe/profound autism community. VOR families are well acquainted with having their loved ones marginalized by the powers 
that be, and we strongly support the advocacy of this new generation of Autism Moms.  

https://www.vor.net/news-and-events/item/vor-s-2024-legislative-initiative
https://www.congress.gov/bill/118th-congress/senate-bill/1332
https://www.congress.gov/bill/118th-congress/house-bill/2941
https://www.congress.gov/bill/118th-congress/house-bill/7267
https://www.congress.gov/bill/118th-congress/senate-bill/4120
https://www.congress.gov/bill/118th-congress/house-bill/7994
https://www.congress.gov/bill/118th-congress/house-bill/8109
https://www.congress.gov/bill/118th-congress/house-bill/7213


My Name is Casey Henry, and I’d Like to Share My Incredible Journey with VOR. 
 
First and foremost, I want to express my deep gratitude to Mr. Terry Lafleur for being such an inspiration, and encouraging 
me to take part in VOR’s Legislative Initiative. 
I had the honor of advocating for my angel, Katie, in Washington, D.C. Although Katie is in an ICF, 
she is always with me through FaceTime. She loves to FaceTime, and that allows her to experience 
everything from a distance. The overstimulation from physically being there would never be an option 
for her, but through technology, she remains connected and involved in her own way. 

I brought my mom with me to D.C. She has been by my side every 
step of the way, so leaving her behind was not an option. I was so 
proud to hear her speak and see her contribute in any way she could. 
When I told her I had volunteered her to hand out booklets, her 
response was, "Oh Lord, Casey, why did you volunteer me for that? I 
have no idea what to do." But once she got started, she knew exactly what to do, and the 
impact she made and the people she met were astonishing. We worked hard and made the 
most of every situation. Mr. Terry and a staff member even spoke Cajun French.  
A staffer of Speaker Mike Johnson took Mr. Terry and I 
on the most breathtaking tour. Standing on the balcony 
of the Capitol and looking over all five monuments was 
the most impressive experience I've ever had. 

When I initially participated in Zoom meetings with staffers several months ago, I was 
astonished to discover how many of them were unaware of IDD, autism, and other 
special needs. One of the most surprising moments was learning that a chief staffer in 
one of our senators’ offices had a sibling with the same rare diagnosis as my daughter.  

Being in Washington, D.C. in 
person was a completely 
different experience. Meeting 
people face-to-face, shaking 
hands, and having them truly 
understand our struggles and the 
immense needs of our children 
was incredibly impactful. Upon my arrival in D.C., I was nervous 

and unsure of what to say. I prayed fervently for guidance, as sharing my story without becoming emotional was a new 
challenge and incredibly difficult for me. Speaking in front of people was unfamiliar territory because I’m not well-versed in 
politics.  
Raising my daughter, Katie, has always been my primary focus and full-time job. I’ve explored innumerable avenues to 
find help and support for her, only to be faced with an equal amount of rejection. Despite my misgivings and inexperience, 
I found myself speaking on what I hadn’t recognized before as my area of expertise. I have the first hand and hard-earned 
knowledge to elaborate on various areas of support and lack thereof in the disabled community, from home-based care to 
group homes and schools. I was, and frankly remain, amazed at how much I knew and was able to contribute. 
I would also like to extend my gratitude to VOR for ensuring that all voices are heard, and to the amazing families who 
tirelessly advocate for the voiceless. Your dedication and efforts are truly inspiring and pivotal in driving positive change. 

VOR’s State Reports Forum 
Every year at our Annual Meeting, VOR members present reports on the state of DD services in their states.  

We learn from one another through our shared journeys. 
We hope that you will participate in this forum. Please send us information about what services are offered in your state, 
whether private- of state-operated ICFs, HCBS services in group homes, assistance to family caregivers, farmsteads or 
forensic facilities. Let us know about any significant legislation that has been passed or passed over, how the shortage 
of Direct Support Professionals or nurses is affecting the lives of people receiving long-term services and supports, your 
state’s waiting lists for services, people being denied care, behavioral services, activities of your state's Protection and 
Advocacy agency (P&A), the state of 14(c) programs and sheltered workshops, any new services being built or existing 
facilities being closed or eliminated. 

Please send your state report to Hugo Dwyer at hdwyer@vor.net. 



Addressing the Workforce Crisis and the Shortage of Direct Support Professionals 
Since the advent of Home- and Community-Based Services and the development of the privatized system of services run by 
non-profit and not-for-profit providers, people with I/DD and autism and members of the aging community have had to rely on a 
dedicated but underpaid, uncredentialed, and often undertrained workforce. As anyone who has ever taken an entry-level course 
in business administration can attest, this is an unsustainable model. It costs more to constantly hire and train new workers than 
to retain and reward existing staff. What matters most to us, as the families of those who rely on these caregivers, is that our 
loved ones thrive on long-term relationships with the people who attend to their daily needs. It takes time to understand the 
special worlds each of these individuals inhabit, to learn to interpret the nuances and expressions from the non-verbal and 
develop means of communicating with those who might otherwise appear to be closed off from all communication. It can take 
years to develop meaningful bonds. That doesnÕt happen when staff turnover is around 65% per year. 

Meanwhile, the demand for services is steadily increasing. Waiting lists continue to grow. And providers are closing facilities and 
abandoning plans of expansion due to their inability to find qualified personnel.  

This is not a simple problem. The workforce shortage affects a vast range of Medicaid recipients, including people with lifelong 
conditions, like intellectual and developmental disabilities, complex medical conditions, rare diseases, the full spectrum of autism, 
behavioral disorders, etc., as well as the aging community Ð people who spent decades with no intellectual disabilities or medical 
challenges who are now developing these disorders in their late stages of life. Some of these people receive services in their 
family homes or their own homes, in group homes, private- or state-operated intermediate care facilities, forensic facilities, 
respite care, intentional communities, nursing homes or skilled nursing facilities. The workforce also oversees people in day 
programs, sheltered workshops, vocational programs, and competitive integrated employment. It includes workers who provide 
maintenance for these facilities and transportation for individuals who receive any of the above services. Every member of this 
workforce provides specific forms of care determined both by the needs of the individual client and the venue in which these 
services are being provided. 

How do we address these problems? Obviously, we need more workers. But we donÕt just want more workers, We want a high 
quality, well-trained, workforce. A poorly trained, poorly paid, unhappy workforce is a breeding ground for abuse and neglect. To 
build a sustainable long-term care workforce will require: 

¥! Recognition of DSPs as health care professionals, and respect for the services they provide 
¥! Wages and benefits appropriate to their status as health care professionals 
¥! Training and certification for specialized care 
¥! Standards set to ensure their safety, as well as the safety of their clients 
¥! Better screening in hiring and retention, to weed out those who donÕt meet professional standards 
¥! A lifelong career path, either as a DSP or transitioning into other health care professions 

The first step in addressing a problem is admitting that you have a problem. To date, our government does not have a 
classification for the varied members of this workforce. For years, Senator Maggie Hassan (D-NH) and a variety of House 
members have tried to advance a bill to recognize this workforce at the Office of Management and Budget. This is a first step 
toward helping the General Accounting Office and the Congressional Budget Office recognize the 4.7 million members of this 
workforce and understand how best to address the crisis, and how much that might cost. This year, Senator HassanÕs bill has 
passed the Senate, but has been slow to gain cosponsors the House. VOR has worked to bring attention to this bill in hopes of 
moving it forward. 

Another big problem with recognizing the problem is public perception. Until you need caregivers to help you with the needs of a 
loved one, you have no idea how important this workforce is, or how poorly treated and poorly paid they are. Thankfully, news 
outlets have been pointing this out in the years following the Covid pandemic. But thatÕs still 20 years late.  

The next problem is money. DSPs wages are tied to the federal minimum wage ($7.25 per hour) and augmented by state 
assemblies voting to bring their wages up to or slightly above the state minimum wage. This puts them into competition with 
wages paid to workers in fast food restaurants and big box stores. In fact, CaliforniaÕs assembly recently passed laws ensuring 
the wages for fast food workers at a considerably higher rate than the one they approved for DSPs.  

When asked about increasing wages for DSPs, most lawmakers repeat the same mantra: ÒWe just canÕt afford to pay them 
more.Ó They fail to look beyond that, to what could happen if we support this workforce, or to what would happen if we donÕt. The 
people who comprise our DSP workforce put their money into their communities. They invest in homes. They buy their kids new 
back-to-school outfits. They take their families to the movies. They support local businesses. In short, they increase our Gross 
Domestic Product (GDP). Investing in the DSP workforce is investing in America. It grows our economy.  

Conversely, not supporting this workforce hurts our economy. A shortage of workers means more facilities will close. New ones 
will not be built. Families will have to pay higher wages privately to find caregivers for their loved ones. Mom or Dad will have to 
give up a job to look after family members, or kids will have to come home from college or give up afternoon sports or school 
activities to look after a brother or sister with autism or a grandparent with AlzheimerÕs. Our GDP decreases, as does quality of 
life for all involved.  

The choice for our legislators should be easy. And yet, they continue to say, ÒMaybe in the next CongressÉÓ 
 (Continued on the next page) 



(Continued from the previous page) 

Of course, just throwing money at this problem isnÕt going to fix it. ThereÕs a lot more to it 
than wages and benefit packages. Safety has always been an important concern for 
DSPs. There should be a safe environment for the client and the caregiver alike, ensuring 
that those providing the care are qualified to work with these individuals and that there 
are sufficient caregivers to ensure that the clientsÕ needs are being met fully. DSPs also 
need to have faith in the quality of their associates. Background checks that utilize the 
FBIÕs fingerprint database, and follow-up checks every few years, would help reduce the 
possibility of abusive individuals entering the system and give the good workers a sense 
of there being a higher benchmark for their jobs and a greater sense of their own worth. 
The list of suggestions posed by DSPs to ensure their own safety is too long to post here, 
but it deserves the attention of those who oversee state our and federal DD systems. 

Better wages may help with recruiting, but the bigger problem is retention. The real key to retaining workers lies in creating 
career paths. There should be tiered pay for workers with certified training in specialized treatment methodologies appropriate to 
the individuals they serve. There should be higher pay levels for those who are at higher risk of personal injury by taking on 
some of the more challenging clients. While this may be possible, the problem remains that providers cannot afford to award pay 
increases for merit and length of service. Once a DSP reaches a certain pay level, they can go no further. If they want to receive 
higher wages and better benefits, they would need to find a different path if they wanted to continue a career in health services. 
And this may be the keyÉ  

Just like the shortage of DSPs, there is a shortage of nurses. What if nursing schools were to make experience as a DSP, 
complete with certified training and length of service, a qualification for life experience toward a nursing degree? If, say, three or 
four years of experience went toward some amount of time towards different program levels in a nursing school? What if a few 
more years as a DSP would qualify for a state grant to pay for tuition in a state nursing school? This could make a path for 
people who want to enter health care professions as a life-career to enter as a DSP and move onward and upward. It would 
strengthen the nursing profession while serving as a way of recruiting new DSPs, who otherwise might not be able to afford to 
attend nursing school.  

These are just a few ideas, but we need this sort of thinking if we are ever to create a fully sustainable, and affordable, workforce. 
We need to share ideas with members of Congress, and encourage them to devote more thought to this issue. We owe it to our 
DSPs to see that they can give as much time, love, nourishment, and care to their own families as they give to ours. 
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