
VICE SPEAKER BENJAMIN J.F. CRUZ 
Comn1ittee on Appropriations and Adjudication 
senator@-senatorbjcruz.con1 I W\VlN .senatorbjcruz.com 

2 1 2015 

111e Honorable Judith T. Won Pat 
Speaker 
I Mina'trentai Tres 1111 Lilzeslaturan Gua/za11 
33'" Guam Legislature 
155 Hesler Place 
Hagiitfta, Guam 96910 

VIA: The Honorable Rory J. Respicio A/~ 
Chairperson, Committee on Rvfc~; 

I Mina'trentai Tres na Liheslaturan Gudhan 
THE 33RD GUAM LEGISLATURE 
155 Hesler Place, Suite 107, Hag&tfta, Guam 969'10 

Tc (671) 477-2520/1 I Fe (671) 477-2522 

RE: Committee Report on Bill No. 70-33 (COR), As Substituted by the Committee 

Dear Speaker Won Pat: 

Transmitted herewith is the Report of the Committee on Appropriations and 
Adjudication on Bill No. 70-33 (COR), As Substituted by the Committee N.B. 
Underwood, Ph.D./ R.J. Respicio - "An act to amend§ 41105 of Chapter 41, Article 1 of 
Title 17 of the Guam Code Annotated; and to add to a new§ 72109 of Chapter 72, Title 10 
of the Guam Code Annotated; relative to the creation of an emergency registry for 
individuals with special needs." 

Committee votes are as follows: 

.............. L .... TO DO p ASS 
TO NOT PASS 

•............ 

·•·-············ TO REPORT OUT ONLY 
TO ABSTAIN ............ --

TO PLACE IN INACTIVE FILE 
························· 

Sincerely, 

, f!NJF. ~--··-
Chairpnan ~ 



VICE SPEAKER BENJAMIN J.F. CRUZ 
Committee on Appropriations and Adjudication 
senator@senatorbjcruz.com I \V\V\V.senatorbjcruz.com 

l Mina'trentai Tres na Liheslaturan Guiihan 
THE 33RD GUAM LEGISLATURE 
l 55 J-Iesler Place, Suite l 07, f-IagJtiia, Gua1n 969-lO 

T (671) 477-2520/1 i F' (671) 477-2522 

COMMITTEE REPORT 
---------------- - - -- - - ------------------ - .... _________ _ 

Bill No. 70-33 (COR), 
As Substituted by the Committee 

"An act to an1end § 41105 of Chapter 41, 
Article 1o/Title17 of the Guam Code 

Annotated; and to add to a new § 72109 of 
Chapter 72, Title 10 of the Guam Code 

Annotated; relative to the creation of an 
emergency registry for individuals with 

special needs." 



VICE SPEAKER BENJAMIN J.F. CRUZ 
Committee on Appropriations and Adjudication 
senator@senatorbjcruz.com I WWV.' .senatorbjcruz.com 

MAY 2 1 2015 
MEMORANDUM 

TO: All Members 

Ji.,· ~\ I Mina'trentai Tres na Liheslaturan Gudhan 
I THE 33RD GUAM LEGISLATURE 

155 Hesler Place, Suite 107, Hagatiia, Guam 96910 
T: (671) 477-2520/1 IF: (671)477-2522 

FROM: Vice Speaker Benjamin J.F. Cruz 
Chainnan, Committee 011 Appropriations and Adjudication 

SUBJECT: Committee Report on Bill No. 70-33 (COR), As Substituted by the Committee 

Transmitted herewith for your consideration is the Committee Report on Bill No. 70-33 
(COR), As Substituted by the Committee - N.B. Underwood, Ph.D. / R.J. Respicio - "An act 
to amend§ 41105 of Chapter 41, Article 1 of Title 17 of the Guam Code Annotated; and to add 
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COMMITTEE REPORT DIGEST 

Bill No. 70-33 (COR), As Substituted by the Committee - N.B. Underwood, Ph.D. / 
R.J. Respicio - "An act to amend§ 41105 of Chapter 41, Article 1 of Title 17 of the Guam 
Code Annotated; and to add to a new § 72109 of Chapter 72, Title 10 of the Guam Code 
Annotated; relative to the creation of an emergency registry for individuals with special 
needs." 

I. OVERVIEW 

Bill No. 70-33 (COR), "An act to amend Section 41105 of Chapter 41, Article 1of17 
Guam Code Annotated, relative to the creation of a registry for individuals with 
disabilities," was introduced by Senators Nerissa B. Underwood and Rory J. Respicio on 
April 3, 2015, and subsequently referred to the Committee on Appropriations and 
Adjudication on April 4, 2015. 

The Committee on Appropriations and Adjudication convened a public hearing on 
Thursday, April 16, 2015, beginning at lO:OOAM in the Guam Legislature Public 
Hearing Room. The hearing for Bill No. 70-33 (COR) began at 10:59AM and ended at 
11:19AM. 

)>_u!Jlic Notice Regl1irements 
All legal requirements for public notices were met, with requests for publication sent to 
all media and all Senators on April 9, 2015, and April 14, 2015, via email. Copies of the 
hearing notices are appended to the report. 

Senators Present __ _, - . -··~------

Vice Speaker Benjamin J.F. Cruz, Chairperson 
Senator Rory J. Respicio, Member 
Senator V. Anthony Ada, Member 
Senator Mary C. Torres, Member 
Senator Thomas A. Morrison, Member 
Senator Brant T. Mccreadie 

App_e<i!~ d Bef gr_ethe_C::ommi ttE!I.'. 
Mr. Benito S. Servino, Director, Department of Integrated Seniices for Individuals with 

Disabilities 
Mrs. Roseanne S. Ada, Executive Director, Guam Developmental Disabilities Council 
Lt. Scott Wade, Guam Police Department 
Mr. Angel Sablan, Mayors' Council of Guam 
Ms. Cynthia Mesa 
Mr. Sam Ilesugam, Guma Marni, Inc. 



Committee on Appropriations and Adjudication 
Committee Report Digest for Bill No. 70-33 (COR), As Substituted by the Committee 
Page 2 o/17 

Ms. Mary Therese 

Submitted Written Testimonies 
Mr. Benito S. Servino, Director, Department of Integrated Services for Individuals with 

Disabilities 
Mrs. Roseanne S. Ada, Executive Director, Guam Developmental Disabilities Council 
Dr. Heidi E. San Nicolas, Ph.D., Director, Guam Center for Excellence in Developmental 

Disabilities Education, Research, and Service 
Ms. Cynthia Mesa 
Ms. Carol Darlow, Chairperson, Guam Statewide Independent Living Council 

II. TESTIMONY & DISCUSSION 

Chairman Benjamin J.F. Cruz announced Bill No. 70-33 (COR), and allowed the co­
sponsor of the legislation to give a few remarks. 

Senator Rory J. Respicio thanked Chairman Cruz and proceeded to provide his 
statement: 

"Mr. Chairman, this bill- Bill No. 70-33 (COR)-it' s an act to amend Section 
41105 of Chapter 41, Article 1 of 17 Guam Code Annotated, relative to the 
registry for individuals with disabilities. As you know and as we all know, 
Senator [Nerissa B.] Underwood in not on island; she's off-island at the moment 
attending to family needs and she did submit to us a sponsor statement, which 
lists eleven (11) key points in this bill. And I know she's been working very 
closely with [the Department of Integrated Services for Individuals with 
Disabilities] (DISID). The director of D!S!D is here. Instead of reading all of 
these eleven (11) key points, I'm sure that these points will be brought up during 
the course of the public hearing on this particular bill. But of course, 1 want to 
submit her written testimony for the record, most if not all of which will be 
discussed as the panel makes its way to provide testimony on this legislation. 
Thank you, Mr. Chairman." 

Chairman Cruz noted that Senator Underwood's sponsor statement (appended to this 
report) will be highlighted during the hearing and called on the first panel of individuals 
to provide testimony. 

Mrs. Roseanne S. Ada, thanked Chairman Cruz and read her testimony in her capacity 
as Executive Director of Guam Developmental Disabilities Council (GDDC) (appended to 
this report) in support of the legislation, wherein she recommends the inclusion of the 
definition of developmental disabilities per the Developmental Disabilities Assistance 
and Bill of Rights Act of 2000 (P.L. 106-402). 

Chairman Cruz thanked Mrs. Ada. 
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Mr. Benito S. Servino read his testimony in his capacity as Director of Department of 
Integrated Services for Individuals with Disabilities (appended to this report) in support of 
the legislation. wherein he stated that DISID had initially established a federally funded 
on-line registry (www.guamgetcare.org) but the funding and administration was 
transferred to the Guam Behavioral Health and Vl/ellness Center (GBHWC) and the 
grant expired in September 2014. Additionally, his letter states that the legislation's 
appropriation of One Hundred Fifty Thousand Dollars ($150,000) is sufficient to cover 
the cost of a full-time limited-term program staff, a multimedia marketing outreach 
campaign, supplies and computer equipment, printing costs, request for proposal (RFP) 
for design, and training and registry maintenance. He also stated that the annual 
funding requirements for subsequent years would be Eighty-Three Thousand Dollars 
($83,000). 

Lt. Scott Wade introduced himself as an officer with the Guam Police Department 
(CPD) Auxiliary Services Division, and stated that he was providing testimony on 
behalf of the Chief of Police and that CPD is ready to work with DISID in implementing 
the bill. 

Chairman Cruz thanked Lieutenant Wade. 

Mr. Angel Sablan began his testimony: 
"Manana si Yu'us. It's always nice to see the faces that support the Mayors' 
Council of Guam (MCOG). I want to take this opportunity to thank you for 
always giving your support. I come this morning to support the passage of Bill 
No. 70-33 (COR) to implement the registry for persons with disabilities. You 
know, the MCOG has many registries, including a fragmented registry of 
person's with disabilities and these come to us with mayor's verification for 
residency. Right now we get our list from Catholic Social Services, we get our 
list from the Division of Senior Citizens (DSC) from [the Department of Public 
Health and Social Services] (DPHSS). We get our list from the Benefits Program 
Division from DPHSS for the [Supplemental Nutrition Assistance Program] 
(SNAP), from [Guam Department of Education] (GDOE), from DISID, from the 
Department of Revenue and Taxation (DRT) for people with disabilities as 
vehicles are concerned. We get lists from the GDDC. These groups of listing are 
actually very fragmented ~it's incomplete; it's double, triple, quadruple listing. 
It just doesn't serve [the target demographic] well. And us first responders, we 
are here to let you know when it comes to emergencies like for storms and 
typhoons, many of the mayors and vice mayors already know where these 
people are located. But there are some people [whose location] we do not know 
because they are not on any of our lists. We certainly go out in the community 
and try to look for them, try to offer them assistance, and try to get them to a safe 
location if they need to be moved. 
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"But simply, I applaud the legislation [and l believe] that it's about time we get 
one central bank that can have this kind of information. And I believe we don't 
have to reinvent the wheel-I believe the MCOG can provide DlSID with the 
information we have [so] that they can purge and [cross reference the multiple 
databases for redundancies]. So we already have over a thousand people that we 
have on our list [who] we have complete information on, as far as their needs, 
their age[s], where they live, and any disabilities they have if they do have 
disabilities. And so in that sense, we are more than willing that if this is going to 
come to provision that we provide the information that we have. Unfortunately 
we are no longer able to access [the on-line registry] Get Care; DSC has already 
advised us that they, too, are no longer able to fund this database. So as far as 
the MCOG is concerned, every time a senior citizen or an individual comes up 
through a mayor' office or through the DSC office, we just take their information. 
And as far as senior citizens are concerned, we have the Intake Profile Referral 
where[by] we get the complete information. And whatever information we get, 
actually, we provide to Get Care, so Get Care does not provide us with any 
information. What Get Care has is information we provide to them from all of 
these entities, so they are just actually a storage database that the users can 
access. But right now, like I said, they are no longer contracted. So again 
everyone is on their own, we just get the information that we have and if we 
need to go to Catholic Social Services or DSC, we can't all access it through Get 
Care; we need to do it manually on our own. We fully support this legislation 
and we stand by ready to support DISID." 

Chairman Cruz thanked the panel and yielded to the floor to the legislation's co­
sponsor, Senator Respicio. 

Senator Respicio thanked Chairman Cruz and thanked the panel on behalf of Senator 
Underwood. He stated that Senator Underwood initiallv met with Mr. Servino in the 
development of the legislation and continued to elaborate: 

"The bottom line is that I see this as if the first responders have this information 
readily available in their database, as all of you have pointed out. If they 
respond to a home, with let's say-God forbid -a fire in that home and they 
know there is an individual with disabilities that specifically is bedridden or 
immobile and that's the first thing on their mind: that they are going to go to the 
rooms in the home to find an individual with that description of that condition. 
They are going to know that no one is answering the door and there's a reason 
why and they would make every effort to break that door down and go and 
provide those kinds of services. And so, there's also the eleven (11) points that 
Senator Underwood has pointed out, and you know the issue that's lingering in 
many minds is how is this going to comply with the requirement of [Health 
Insurance Portability and Accountability Act of 1996] (HlPAA), And the Bill also 
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addresses that it would be confidential; only those that need the information 
would get the information. 

"ls there anything else you foresee after the discussions of this bill, any of you 
foresee how this bill would be amended to address any of the concerns that have 
been raised over the last several weeks?" 

Mr. Servino said that he met with the Office of Technology staff, Mr. William Castro, at 
the Department of Administration (DOA) and discussed security. He stressed the 
importance of secure transfer of medical information, especially with regards to 
HIP AA. He also mentioned the need for alternative input methods, e.g. biometrics, in 
order for individuals with severe disabilities to give consent, and other consent issues 
such as a disclosure lists, and timelines for consent renewal and expiration period. 

Senator Respicio asked Mr. Servino to elaborate on the steps to be taken should 
legislation pass. 

Mr. Servino replied that DISID plans on being proactive with issuing the RFP, 
complying with HIP AA requirements, and meeting the implementation date of January 
1, 2016. 

Senator Respicio thanked Mr. Servino. 

Mrs. Ada spoke about the details of the database that Guam Developmental Disabilities 
Council administered, emphasizing the low setup and maintenance costs, $2,600 and 
$550 respectively, data entry methods and type of information collected. 

Senator Respicio stated that based on his understanding of the bill the challenge to the 
creation of the registry will be in the integration of information from numerous sources 
and the secure access of this data among the various first responders. He asked Mr. 
Servino to speak more on this issue. 

Mr. Servino said: 

"Thank you, we don't want to reinvent the wheel. 1 think what has already been 
structured- If we could expand on it, and make sure there's that integration 
process within the different agencies. In fact, I've already met with the [Guam 
Fire Department] (GFD) to look at their system, and they've informed me that 
their system is actually pretty outdated. There is an RFP that they' re looking at 
announcing." 

Senator Respicio interjected: 

"Also incorporated into the E911-" 
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Mr. Servino continued: 

"Right, and that's what they were trying to incorporate in the E911 so we can 
integrate into that system. Also, we're looking into Section 508 (amendment to 
the Rehabilitation Act, 29 USC § 794d) requirements for equal access in the 
information technology and that's a requirement under the federal law, and the 
Governor of Guam has signed an assurance that we will comply with 508 
standards. I actually went into that registry- [I] started to but it was a little 
difficult to navigate, and-especially since I didn't want to put false statements 
because I am not a person with a developmental disability. It's mainly restricted 
for people with more severe and profound disabilities. Just trying to navigate it 
was a little bit of a challenge for me, but I think we can work the kinks out of it, 
and try to integrate it with a system that we're going to put out when they do the 
RFP and start go into detail when they go into the specifications." 

Senator Respicio thanked Mr. Servino: 

Senator Mary C. Torres posed her question: 

"My question was along the practical lines, and Senator Respicio touched upon 
it I know that within the Guam Police Department (CPD), I remember having a 
tour once of a vehicle where you have the capability to access data on there. And 
I know it is integrated with the courts systems as well, so perhaps this could be 
the tie-in. There are two things that cross my mind as l' m listening to this, and a 
practical application of this law and the database for a first responder. One, if 
they have [identification] (ID) on them then that is a given, and this bill provides 
for an ID. But short of that, and the person is not at home and [he or she is] not 
with another responsible person, then how would you ensure that you have 
ready access because the key is appropriate attention and timeliness?" 

Lieutenant Wade replied that he is not certain about the particular car Senator Torres 
referenced and added that GPD vehicles are not equipped with mobile data system. 

Senator Torres surmised that the system may not be currently implemented as her tour 
occurred "perhaps two (2) years ago." She asked if police officers on patrol had mobile 
access to data, which Lieutenant Wade denied, specifically stating that access to data is 
not available "in a mobile platform within a vehicle." She noted that she will have to 
discuss that matter further with the Chief of Police. She continued: 

"The other question I had - this is a volunteer system where people come in and 
register at their own will. And it's also contemplated that if they have changes to 
their situations-which [ imagine [includes] medical treatments and the like­
they will have that registered. Now, what do you have if that information is 
outdated? Where does the liability stand if the responder is relying on 
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information that is outdated or is not current or there are other circumstances 
that developed that the individual or [his or her] family failed to report? [It's a] 
liability issue." 

Mr. Servino replied: 

"As we look at the timelines, our intent is to give the consent to release for one 
(1) year. After that year, the following year we really need to follow up with the 
individual if they want to continue to provide that consent. Maybe at that time, 
we can get an updated assessment of their condition and that could be included 
in the registry. So we want to try to again be more proactive and be able to get 
current and more updated information, and we leave it at a year. That is what 
we' re doing within the Division of Vocational Rehabilitation (DVR); any type of 
consent we get from the clients we always go back after a year to update their 
information." 

Mr. Sablan said: 

"Senator, in our case, as far as the senior citizens are concerned, we update our 
information annually. Every January, we go through our system and through 
our records to make sure that all that information is still current. As far as the 
mayor's verification is concerned, it's only updated when the families or heads of 
household come in and add, delete, [or] remove themselves from that village. 

"As far as security is concerned, for the Intake Profile Referral that we do, even I 
cannot access that information. We provide a password to the individual that is 
responsible to operate that system and only he or she can get that information. 
During this last storm that we had, we received a listing from DSC that told us 
that we need to look for these people in the villages because they may need 
assistance as far as transporting or getting to a safe place. What we find out in 
the villages is that many of our families don't want the assistance. They would 
rather have their families come and take them to wherever they need to go or 
whatever assistance they need. But for the few that do require assistance because 
no family is there, the stumbling block we face is that the MCOG, the mayor's 
themselves are not equipped with transport equipment to transfer these people 
out of their homes and maybe there can be a mandate that any time there is an 
emergency or storms that these vehicles that are equipped for persons with 
disabilities, they be allowed to be used during emergencies, not just GovGuam 
school buses. \'Ve just can't put them in there or put them in the back of the pick­
up of a mayor's truck I know the hassle here is that these modes of transport are 
federally funded and they can't be used for this reason or that, but we've got to 
find a wav. 

"VVhat's the use of a list if we can't provide them the assistance because we don't 
have the equipment or the method to do that? 1 know Mayor [Melissa B. 
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Savares] in Dededo calls her people to lift the person and place them in the truck 
because there is no other way. If we can mandate the agencies that have these 
modes of transports, [to] make them available during times of emergency." 

Mrs. Ada added: 

"Senator Torres, how we keep track of our people with disabilities? GDDC has 
three (3) standing committees so each committee is on the look out in their 
villages for those who have passed on or for those who need help. vVe also do 
look in the obituaries, cut out the clippings of those individuals who have passed 
on and put them in our files. That has worked out quite well because our council 
members really call one another to find out what's going on in their community 
and they do report to us when they have their council meetings or our standing 
committee meetings. They really are valuable to us because they do keep us 
informed. Thank you." 

Senator Torres thanked the panel for their input and noted that she was merely 
inquiring about the practical applications of the registry. 

Senator Thomas A. Morrison thanked Chairman Cruz, and thanked the panel for their 
input, and asked Mr. Servino how much of the appropriation is allocated for 
maintenance. 

Mr. Servino answered that the cost for maintenance has been computed with the cost 
for training (which is quoted at $12,000 to $15,000 in his testimony). 

Senator Morrison asked Mr. Servino to clarify how the one-time appropriation will 
cover annual maintenance costs. 

Mr. Servino clarified that the appropriation is for the initial cost of establishing the 
registry, and that it will cost $83,000 annually to maintain the system. 

Senator l'vforrison expressed his concern about the long-term maintenance of the 
registry and asked Mr. Servino if the development of the RFP and the registry itself is 
done in coordination with the Office of Technology, which Mr. Servino confirmed. 

Mr. Servino stated he wished to stress that the appropriation also funds the costs of 
training staff and first responders on the strategies and implementation of the system, 
as well as marketing. 

Senator Morrison concurred with Mr. Servino and stated that he appreciates the 
director's focus on marketing given the voluntary nature of the registry. He also 
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mentioned that appreciates that one of the goals with the establishment of the registry is 
integration to the E911 system, which provides comprehensive access. 

Mr. Servino added that new FCC requirements mandate the incorporation of 
technology to allow the hearing impaired to use their text telephone to communicate 
with the E911 system but that has yet to be implemented. 

Senator Morrison added that a database with global positioning system (GPS) 
capabilities will facilitate first responders in locating individuals with disabilities, and 
that he is glad DISID is using a technologically forward approach. 

Chairman Cruz stated that the referral of this bill to his Committee came as a surprise, 
and that it was solely based on the appropriation, for which he said he would have to 
find a source. He asked Mr. Servino how much did DISID received in federal grants 
last vear. 

Mr. Servino replied that the federal grants DISID has received mainly goes towards 
DVR and added that his department's local funding is very limited. 

Chairman Cruz clarified: 

'Tm not talking about local funding; I'm talking about the federal grants that 
you have. Surely there must be something like the Take Care one that they had 
in previous years. Is there something in the federal grant programs that would 
have a!Jowed for an application to underwrite the cost of this kind of a program? 
There was a registry in the past. You guys have had registries. There's grant 
money for registries. ls there currently federal registry money in any of your-?" 

Mr. Servino responded: 

"Currently, there are no federal grants. As 1 stated in my testimony, the Aging 
and Disability Resource Center did receive a federal grant, almost Two Hundred 
Fifty Thousand Dollars to Three Hundred Thousand Dollars ($250,000-$300,000) 
to look at options counseling, consumer-centered approaches, and that 
technology- First Lady had shared-that system was quite expensive, and we 
didn't get the funding for it. Again, under the permanent injunction, that 
program was taken away from DlSID and given to GBHvVC We didn't actually 
have that grant, for the last two to three (2-3) years; ifs actually through 
GBHWC, but we were using-" 

Chairman Cruz interjected and asked if the grant was federally funded, which Mr. 
Servino confirmed but stated that it had expired. Chairman Cruz noted his dismay that 
Guam State Clearinghouse (GSC, Clearinghouse) Director Ms. Kate Baltazar, who was 
testifying for a previous item on the hearing's agenda, decided to leave and has not 
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returned to answer questions regarding the bill at hand. He asked Mr. Servino about 
the nature of the relationship between DISID, GSC and GBH\NC 

l'vlrs. Ada proffered: 

"Senator, the GDDC, that's federally funded. vVe are not a service provider; we 
only collaborate with the agencies and we try to build capacity by collaborating 
with them and researching a lot of our data to support what needs to done 
because there is a service gap there so we try to educate our council members. 
Some of our council members are from the government agencies that serve 
people with disabilities. [Mr. Servino] is a council member, but sixty percent 
(60%) of our council members are people with disabilities, or parents or any 
sibling that has someone in the family with developmental disabilities. So sixty 
percent (60% ), and the rest are providers. Our council does not provide services; 
we advocate and teach our council members to advocate and speak for 
themselves. \Ne do provide disability-sensitivity training when it's requested by 
DOA, and we do have a Power Point presentation and do that whenever DOA 
says they have five to six (5-6) agencies or employees that have signed up. We 
do make time for that. It is usually a two- (2-) hour course or longer if they wish 
for something longer. 

Mr. Servino added: 

"I'd like to add to that. We do collaborate, and I am a member of the GDDC 
And 1 also collaborate with the GBHWC because they had a system under the 
permanent injunction, where they were required to develop their own system 
and so we do try to tap on some of the information and not reinvent the wheel. 
The real challenge is because of the confidentiality of the information, you can't 
just be shared randomly without the consent of the individual, and that's the 
biggest challenge we find. When we look at all different programs that are 
federally funded, that requirement is always there; you cannot just pass it on 
without the consent of the individual giving that information to be released. 
Even with DVR, a lot of people have been asking, 'Can I get this information?' I 
say [that] 1 really can't list unless the client consents to it [and] signs an actual 
consent \;\le don't want to violate the law, because again, it's under our rehab 
program. [t's very strict about the release and confidentiality of that information. 
Each organization maintains [its] own database or registry of [its] clients that 
have accessed (its] services. We cannot outright share that information; that's 
one of the challenges. So with this registry we can at least have them sign that 
consent so we can have access to that information." 
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Chairman Cruz: 

"Maybe it was prophetic that this bill came to my committee on the same day 
that Senator Aguon's bill came to me and to be heard on the same day that the 
Clearinghouse is saying they want to have monitoring and compliance control. 
It would seem to me that we have a perfect example of two (2) agencies dealing 
with the same types of individuals-pretty close. You belong on her board 
because of the work that you do. I wish that there were more compliance and 
monitoring from Clearinghouse on the executive agencies that aren't able to talk 
to each other. I have nothing further. Thank you very much. You're excused." 

Ms. Cynthia Mesa introduced herself and began her testimony: 

"First of all, I am in the (Inaudible) system. I have never been informed of 
anything, any kind of activities. I have to call up sometimes, and feel like I get 
the push off from people, workers, and consumers. I was in the hospital last 
month, and I'm trying to get back my Medicaid, and it's been about a month, and 
I still have no insurance. I have to see a doctor or to get medicines. I almost 
passed away at the hospital, so I don't know what kind of services I'm getting. I 
keep submitting documents and I'm still waiting for my social worker from 
GBHWC on how's it going to work out. 

"I'm somebody that a lot of people know as disabled and 1 get treated differently 
by a lot of people. They get irritated for no reason; for example, 1 hear insults 
here and there. I read the news that veterans get new additions, [and] those are 
not all disabled. I know one who was in Iraq but she was enlisted in the [U.S. 
Army] during the Iraq period, and she's [being seen] at GBHWC I know of 
another veteran; he was sort of homeless, but now he's dead. He was in the [U.S. 
Marine Corps], homeless and a doctor-believe it or not-and denied housing 
and employment, and he was unemployed. He's dead now, but he just died this 
year. I see so many sad incidences and 1 hear about them in the news, and then 
when see all these homeless people, a lot of them are from the department. I 
hear snide, hateful remarks about them-'those dirty, poor people.' l should say, 
'Excuse me, but I know them.' 

"l returned back to Guam when I was forty-three (43) [years old]; I'm (fifty­
seven) 57 [years old]. I almost want to pack my bags and go back when I see that 
going on, especially because Guam is such a small island, and it gets too close for 
comfort sometimes. Do vou understand? Okav. That's what l have to say. T 

.; .' < 

didn't follow my notes, but I just had to speak from my mind." 

Chairman Cruz thanked Ms. Mesa for advocating for herself. 

Mr. Sam Ilesugam introduced himself and proceeded with his testimony: 
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"I work at Guma Marni, a non-profit organization that provides different kinds 
of services to individuals with disabilities. I have been with the organization for 
a while. I have had the opportunity to serve in different capacities. Looking at 
this bill and looking at my experience, it gives me different perspectives. This 
bill has two (2) purposes: one is for crisis management, crisis intervention; 
another, it is a tool to respond to disaster or emergency situations. For the last 
few days, I have tried to engage some individuals with disabilities or people I 
work with or have relationships with to discuss the bill. My good friend here, 
Cynthia, is one of them. She provided me a written copy of her statement that if 
it is okay with you, I can share it." 

Ms. Mesa said she doesn't know what she wrote in her testimonv, to which Mr. 
' llesugam told her as an aside that they would discuss it later. 

Mr. Ilesugam: 

"Looking at this bill, it's a management tool for emergency situations. From the 
management perspective, it has practical use and it is very useful. It is always 
useful when information is readily available to you during emergency. But then 
again the discussions I have had with the class that I work with and with my 
friends gave me a different perspective especially when one of my friends during 
discussion asked me, 'If you are the individual with the disability, would you 
want your name on that list?' vVhile working on this bill I guess that is one 
question [ am going to throw at you. When you are working on it, try to put 
yourself on their shoes. If that [were] you would you put your information 
where people with whom you have no control over can access your information? 
Again that is that question I want to ask you. My answer to that question is: No, 
I will not put my information on that list. 

"However, this bill still has practical use for crisis intervention and disaster 
preparedness and intervention. I did some research and the first thing I wanted 
to see was if there was any other jurisdiction throughout the nation where the 
registry for individual with disabilities has been done. Yes, there are different 
registries and the First Lady mentioned that the first Guma Marni has their own 
registry, but it was only for internal use. But, we are talking about a registry that 
is being shared among agencies, and that is going to be used by people that I 
don't even know. I looked at the Internet and l only saw one; that is city of 
Chicago. But this bill still has practical use for preparedness and intervention. [ 
know what this bill is trying to do. Based on my quick research there are other 
models out there. For crisis intervention, there is one that is advocated bv the 

' [Substance Abuse and Mental Health Services Administration] (SAMHSA) and 
there are guidelines here on crisis management and mental health clients. I 
know our neighbors in the Pacific -for example, Hawaii uses the same thing, 
according to this report. This is regarding crisis intervention involving law 
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enforcement [agencies]. In some places they call it crisis intervention team, while 
others call it crisis response team. I also pulled out Maui that is the closest to us 
and they have a model that we can look at. 

"I went to the National Alliance on Mental Illness (NAM!) and they advocate the 
same thing. This model involves law enforcement with mental health workers 
and involves training and resources for the responding agency. According to 
NAM!, Memphis practices the same model crisis response team. According to 
them it is one of the best in the nation. Again, these are the models that are 
known to be comprehensive, and do not really need the use of a registry. Some 
of the people that I know and I work with are very nervous about this registry. 
They are aware of our situation here in Guam, and they are aware of how the 
government of Guam works with confidential information. It is very risky. 

"This bill is also a tool for disaster management. There are a lot of places out 
there that apply different models. One approach is providing more buses to 
transport, making sure that the right people are working together with the 
Mayor's office, DISID, and GBHWC. It just needs a lot of collaboration and a lot 
of training for first responders and police officers. Again those are some of the 
models I think that we can look at instead of creating this scary registry that a lot 
of people don't want to be on. 

"I just want to share some written notes that were given to me by some of the 
people that I work with. They don't want to appear in person but they just want 
me to share their testimonies. 

"This one says: 'I would support a training of first responders. Instead of using 
the money to invest in creating a registry, invest it in training for first responders 
and on how to work with the individuals with disabilities. I have many 
reservations with the registry even on a voluntary basis; individual may still be 
pressured to register in order to get services. Seems to me that service providers 
should know who and where their clients are located. But they don't even know 
where their clients are, they don't even know what their plans are, and they 
don't even know if they are dead or alive. The training must be standard in 
academies and in training curriculum for the fire and police departments. 
Providers also need to provide curriculum training for clients and family on 
what to do and where to go in an emergency situation. It needs to be publicized 
trainings for the administration and service providers. By the way, as many as 
these classes are, who is responsible for the registry? Also take a look at Guam 
health care, hundreds of thousands of dollar went in to that, how is that working 
out?' 

"So that was one. This one is very short and it says: 'vVhat is the purpose of 
registry? In case of typhoon, will they pick up people? I don't think so. They 
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(government) can't even take care of their management without the typhoon' Fix 
the traffic system instead.' 

So, these are the comments of the people that I work with. Thank you, Chairman 
and thank vou Senators." 

' 

Chairman Cruz: 

"Thank you Sam. I did some my research too and Chicago is the only one that is 
doing what we are trying to do. I was concerned about the profiling issue, but I 
am sure you don't want to say that word. I am also sure that is something you 
are concerned about and I appreciate the fact that you provided us with a 
SAMHSA approved reports dealing with individuals with disabilities, so please 
leave it with my staff so we can make copies and we will give you back your 
originals. In the ten (10) years that I have been here, that is the most thorough 
testimony that has been given here in the legislation with research, and 
documentations. We really appreciate that you came today and shared your 
testimony. We all appreciate the work that you do. We understand the concerns 
of the people who work with you in the field. Thank you very much for your 
advocacy of them. You had another comment, Ms. Mesa before I go to Mary 
Therese?" 

Ms. Mesa: 

"He mentioned about helping us during the typhoon. I have to help myself 
during typhoon. I don't even get a ride from my family or friends. 1 don't get 
help from the government during a typhoon. I have to fend for me. I am still 
waiting for my insurance card. They said that it is being processed, but I have 
been hearing that for the past month." 

Chairman Cruz: 

"Thank vou. If you would remain after and provide your name and contact 
information, l want my staff to follow up with your insurance card. I want my 
staff to assist you on why you are not getting your Medicaid insurance card." 

Ms. Mesa: 

"They said something about too much money, but I have a medical condition 
and that is COPD (chronic obstructive pulmonary disease)." 

Chairman Cruz asked Ms. Mesa to provide her information to his staff so that they can 
assist her with her concerns. 
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Ms. Mary Therese: 

"I am very passionate about this as well. And I am very glad that you are all 
here. I am very glad Senator BJ for heating this up. You know I came because 
way back in 2005 l remember having off-island people here and I remember 
dealing with children's mental health and young adults. l distinctly remember 
Sue Smith was here and she was talking about a registry within a police 
department that was done in several precincts in the states-dealing with 
children, for instance. So when the police were called for an emergency with 
children, they had a list of kids so that they would know there are children with 
disabilities and then they would know how to respond to them appropriately. It 
was not through another source of agency, but it was just done for them 
immediately on the spot. So it seems that something was working out, but it was 
working out on the spot. So I can look at and get the details on that if you would 
like. 1 know that Sue is a parent and she works with the Federation of Family for 
Children's Mental Health organization in Georgia. I can get that information for 
you because to me this is like somebody on the outside. I can see some of the 
benefits perhaps. 

"You know I was part of those meetings for years and years on how to get care 
and all the money and all the training that was involved. It's gone from DlSID to 
GBH\.VC now DPHSS has it. l am sixty-five (65) years old now, and I am still 
going to those meetings and they are still having discussions. Maybe something 
will happen one day. l remember when that boy from Palau was killed and we 
had a support group. l remember how adults and parents were afraid to come to 
the police, but they were going to the fire department instead because the fire 
department would keep the young adults there for about an hour and talked to 
them. They have a different approach and different training than the police. So 
that brought me to the point of training. When that happened with the boy in 
Palau, Benny and I went to the police, l think Chief Suba has about at least one 
hundred fifty (150) police over there and Dr. Post was there and he was saying to 
the police, 'Why don't you don't you come to me? Why don't you come to me 
and find out and learn?' 

"Since 2005 I have been going to training from off island two to three (2-3) times 
a year for first responders and families for children with mental health disorders. 
There's been communication across the country, there's been round table 
discussion and there's been people collaborating with the police and you think 1 
have been trying to do that since 2005, and it has gone absolutely nowhere. After 
that boy from Palau died, Robert Camacho who was then head of airport police, 
worked with the Department of Mental Health at the time. But the police still 
did not have training, they were there and they were not trained. You know that 
was a crisis that put everybody at risk; it was putting the police at risk as well. 
So he and l went to the parents for three (3) weeks at ten o'clock (10:00) at night 
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and because I have been involved with all these trainings in the states and 
different precincts across the county and family organization collaborating with 
them, he and I would call the precincts and was talking about first responders 
trainings. 

"\\!ell, I got a forty- (40) hour curriculum for first responders from the University 
of Southern Florida, and they gave it to me for free. I have given it to CPD 
several times. It is a forty- (40) hour curriculum, one- (1) day training specifically 
for families and clients. It's an accredited training program. Guam never got the 
money for that. I also have another three- (3) hour crisis intervention training 
that was done through a system of care that was done through Idaho and I have 
given that to the police and I am happy to give them to you as well. You can 
have the police training! Also there is another training that I really love and its 
two- (2) hour training that is done with families and police. it was done in 
M.assachusetts and they have a little police pocketbook that they go through to 
explain disorders and what needs be done. So, the police have the pocketbooks 
that they can keep in the car and 1 have given them that as well. \Ve have not 
had funding so I've given them everything. Also I have given them DVDs about 
how to respond to children. That is the kind of thing that is needed inside the 
precinct. You know if they have some downtime at the precinct, and they have 
the information, so they can watch it and refer to it. These curricula are actually 
accredited even though they have already gone through the academy. But 
there's got to be intensive training for them so that they fully understand the 
experiences that people with disabilities go through. It would be wonderful if 
they can have it in the precinct. You know things like (acting): 'Senator BJ, my 
name is Mary Therese! I am Officer Mary Therese, put the knife down Senator 
BJ. Then I would say to Senator BJ, 'Your mother is crying she called me.' 

"This way, they can learn to use the people or the clients' names over and over 
again. They can also learn little simple techniques that they could have at the 
precincts. I am happy to give it to them and to you. I remember when the 
Governor was getting elected to the office, so people were busy but 1 remember 
at the time Benny Pineda was the [Department of Youth Affairs] (DYA) and he 
responded quickly to me. There are two (2) policemen in England, and I am not 
from England. There were two policemen from the top was reducing recidivism 
and these two (2) policemen discovered that they saved their city Eleven Million 
Dollars ($11,000,000) a year. There are books, CDs and websites that they used, 
and these things are available. They are also willing to help. To be honest with 
you it's scary to have a registry when the police and the people that are being 
called are not trained. It's even scary to think that an outside entity will come 
but wasn't trained. So for people that Sam was talking about, we got the 
curricu !um here. These are some of the concerns I have regarding this bill. 
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"I also remember when Bob Camacho was willing to do training. He used the 
curriculum, but a doctor said, 'Don't worry about it; I will do it.' But he never 
did! So people change in the agency. So if you have one person who is 
enthusiastic the next person maybe not. I have experienced it with juveniles and 
we have some amazing policemen; they are compassionate, kind, understanding 
and supportive of family members with disabilities. There needs to be some 
consistency and persistence across the board that will last no matter who sits in 
office and no matter who is in the agency. Something needs to be consistent and 
persistent across the board so that everybody will benefit from it. '\Nithout 
consistency and persistence, it would not be fair to first responders and it would 
not be fair for the consumers as well. I have seen these huge gaps for years and 
years." 

On account that there were neither additional questions from the Committee nor other 
individuals present to testify, Chairman Cruz considered Bill No. 70-33 (COR) heard. 

III. FINDINGS AND RECOMMENDATIONS 

Based on the Committee Record appended hereto and substantive consultation with the 
measure's main author and other relevant stakeholders, the Committee on 
Appropriations and Adjudication made the following amendments reflected in Bill No. 
81-33 (COR), As Substituted by the Committee: 

1. In keeping with GFD's designation as the administering agency under the 
Act as Substituted, the funding source for the appropriation contained in 
Section 5 of the measure has been changed from the General Fund to the Fund 
balance of the E911 Fund. 

2. As funds are presently available under Section 5 as Substituted, the effective 
date has been revised to "immediately upon enactment." 

The Committee on Appropriations and Adjudication to which was referred Bill No. 70-
33 (COR) - N.B. Underwood, Ph.D. / R.J. Respicio - "An act to amend § 41105 of 
Chapter 41, Article 1 of Title 17 of the Guam Code Annotated; and to add to a new § 
72109 of Chapter 72, Title 10 of the Guam Code Annotated; relative to the creation of an 
emergency registry for individuals with special needs" hereby submits these findings to 
I lv1ina'trentai Tres na Liheslaturan Guiihan and reports out Bill No. 70-33 (COR), As 
Substituted by the Committee, with a recommendation TO --.i~F-~"'-;"'. ~<;L..._. ___ _ 



I MINA'TRENTAI TRES NA LIHESLATURAN GUAHAN 
2015 (FIRST) REGULAR SESSION 

Introduced by: 

AN ACT TO Ai'fE,VD SECTION 41105 OF CHAPTER 41, ARTICLE 1 OF 17 
GUAM CODE ANNOTATED, RELATIVE TO THE CREATION OF A 
REGISTRY FOR INDIVIDUALS WITH DISABILITIES. 

1 BE IT ENACTED BY THE PEOPLE OF GUAM: 

2 Section 1. Legislative Findings and Intent. I Liheslaturan Guahan finds that 

3 several laws had been enacted to improve services for individuals with disabilities. 

4 These laws including, the establishment of the Department of Integrated Services for 

5 Individuals with Disabilities (DISID) seek to improve the quality of life for 

6 individuals with disabilities regardless of age, gender, race, and income. 

7 I Liheslaturan Guahan further finds that there is a need to better enhance the 

8 current systems in place to effectively address the needs of individuals with disabilites 

9 in emergency situations or in situations where immediate action is performed by law 

l O enforcement personnel and first responders. l Liheslaturan Guahan recognizes that 

I I community support for individuals with disabilities includes treatment that is fair, 

12 respectful and mindful of specific needs of these individuals especially during 

13 interactions with law enforcement personnel and first responders. The ability of law 

14 enforcement personnel and first responders to understand certain characteristics and 

I 5 requirements of these individuals will not only allow them to interact appropriately 

1 



I with individuals with disabilities, but will ensure that access to the critical need(s) of / 

2 the individual with the disability are addressed in a timely manner. 

3 Therefore, it is the intent of I Liheslaturan Guahan to promote communication 

4 between law enforcement personnel, first responders and individuals with disabilities 

5 and their families and to further improve services to individuals with disabilities by 

6 creating a registry managed through the DISfD. 

7 Section 2. Section 41105 of Chapter 41, Article l of 17 Guam Code 

g Annotated is hereby amended to read as follows: 

9 §41105. Other Programs/Services. 

lO (a) DISID will review annually the needs for new systems, or improvement of 

I I existing systems. DIS ID shall create and advocate for the expansion of programs and 

I2 services and other systems as required to implement the services necessary for persons 

l 3 with disabilities. 

14 (b) Individuals with Disability Registry. 

I 5 ( 1) Definitions 

16 (i) "Confidential Information" means any and all non-public, medical, financial 

17 and personal information in whatever form (written, oral, visual or electronic) 

lS possessed or obtained by either party. Confidential [nformation shall include all 

I 9 information which (i) either party has labeled in writing as confidential, (ii) is 

20 identified at the time of disclosure as confidential, (iii) is commonly regarded as 

2I confidential in the health care industry, or (iv) is Protected Health Information as 

22 defined by Health Insurance Portability Accountability Act. 

23 (ii) "First Responders" means those individuals who in the early stages of an 

24 incident are responsible for the protection and preservation of life, property, evidence, 

25 and the environment, including emergency response providers as defined in Section 2 

26 of the Homeland Security Act of 2002 (6 U.S.C. 101), as well as emergency 
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management, public health, clinical care, public works, and other skilled support 

2 personnel (such as equipment operators) that provide immediate support services 

3 during prevention, response, and recovery operations. First Responder Homeland 

4 Security Act of 2002 refers to "Emergency response providers", and includes, federal, 

5 state, and local government emergency public safety, law enforcement, emergency 

6 response, emergency medical, and related personnel, agencies, and authorities. 

7 (2) DI SID shall create a program entitled the "Individuals with Disabilities 

8 Registry" herein referred to as "Registry". 

9 (i) The Registry shall contain confidential information about a registered 

10 individual with a disability to capture information such as full description, 

l I routine/favorite attractions, communication and other special needs as well as 

12 emergency contact information. The confidential information shall only be used for 

13 the purposes of the Registry and may only be disclosed to authorized individuals to 

14 maintain the integrity of the information. Any other disclosure may occur at the 

15 authorization by the person filling out the registration; 

16 (ii) The Registry shall be voluntary and the individual with a disability, parents 

17 of the individual with a disability under the age of eighteen ( 18) or legal guardian may 

18 file registrations with DISID. An option to attach a picture (face only similar to an ID, 

19 passport, or school picture) may be permitted. The Registry application form may be 

20 available at the office ofDISID or on-line for convenience or mailed as requested; 

21 (iii) Once the registration has been received and processed, DISID shall 

22 officially respond by mail or email no less than seven (7) days from the date of the 

23 submission of the registration. An identification card shall be issued which may 

24 accompany the individual with a disability at all times. The individual with a 

25 disability, parents of the individual with a disability under the age of eighteen ( 18 ), or 

26 legal guardian when updating information may also use the identification card. 

3 



(2) Authorization. DISID is hereby authorized to enter into a Memorandum of 

2 Understanding with government agencies and departments who employ First 

3 Ji.esponders to provide information based on the Registry to be used as a method to 

4 assist First Responders in emergency situations involving an individual with a 

5 disability and shall make the necessary provisions to implement this program to 

6 ensure that vital information is available so that access to the critical needs of the 

7 individual with a disability are immediately addressed. 

8 (3) Infom1ation Provided. DISID shall provide the information based on the 

9 Registry to the government agencies and departments that employ First Responders 

10 no later than forty-eight (48) hours after receipt of the registration. 

11 Section 3. Appropriation. The amount of One Hundred Fifty Thousand 

12 Dollars ($150,000) is hereby appropriated from the General Fund to the Department 

13 of Integrated Services for Individuals with Disabilities to be used solely for the 

14 creation and implementation of the Individuals with Disabilities Registry. 

15 Section 4. Effective Date. The effective date of implementation for the 

16 Individuals with Disabilities Registry is January 1, 2016. 

17 Section 5. Severability. If any provision of this Act or its application to any 

I 8 person or circumstance is held invalid, the invalidity shall not affect other provisions 

19 or applications of this Act which can be given effect without the invalid provision or 

20 application and to this end the provisions of this Act are severable. 

4 



I 1'1fINA 'TRElvTAI TRES NA LIHESLATURAN GUAHAI\l 
2015 (FIRST) REGULAR SESSION 

Bill No. 70-33 (COR) 
*As Substituted by the Committee on Appropriations and Adjudication 

Introduced by: N.B. Underwood, Ph.D. 
R.J. ResJJJ~io~---

AN ACT TO A,'lfEND § 41105 OF CHAPTER 41, ARTICLE 1 
OF TITLE 17 OF THE GUAM CODE ANNOTATED, AND TO 
ADD A NEW§ 72109 OF CHAPTER 72, TITLE 10 OF THE 
GUAM CODE ANNOTATED; RELATIVE TO THE 
CREATION OF AN El\1ERGENCY REGISTRY FOR 
INDIVIDUALS WITH SPECIAL NEEDS. 

BE IT ENACTED BY THE PEOPLE OF GUAM: 

2 Section 1. Legislative Findings and Intent. I Liheslaturan Guahan finds 

3 that there is a need to better enhance the cmTent systems in place to effectively 

4 address the needs of individuals with special needs in emergency situations or in 

5 situations where immediate action is performed by law enforcement personnel and 

6 first responders. I Liheslaturan Guahan recognizes that community support for 

7 individuals with special needs includes treatment that is fair, respectful and 

8 mindful of specific needs of these individuals especially during interactions with 

9 law enforcement personnel and first responders. The ability of law enforcement 

10 personnel and first responders to understand certain characteristics and 

11 requirements of these individuals will not only allow them to interact appropriately 

12 with individuals with special needs, but will ensure the critical needs of the 

13 individual with special needs are addressed in a timely manner. 



The Guam Department of Education (GDOE) Division of Special Education 

2 reports that in the program school year 2013-2014, approximately one thousand 

3 seven hundred sixty-eight (1,768) students receive numerous services relating to 

4 their disability. According to the U.S. Census, one in five (1 in 5) people suffer 

5 some form of disability or special need. These children and adults would certainly 

6 benefit from some fom1 of registry in the event of an emergency. 

7 Therefore, it is the intent of I Liheslaturan Guahan to promote 

8 communication between law enforcement personnel, first responders and 

9 individuals with special needs and their families and to further improve services to 

1 O individuals with special needs by creating an Emergency Registry for Individuals 

I I with Special Needs. 

12 Section 2. Section 41l05 of Chapter 41, Article 1 of Title l 7 Guam Code 

13 Annotated is hereby amended to read as follows: 

14 "§41105. Other Programs/Services. 

15 (jt) DISID will review annually the needs for new systems, or 

16 improvement of existing systems. DISID shall create and advocate for 

17 the expansion of programs and services and other systems as required 

18 to implement the services necessary for persons with disabilities. 

I 9 (\J)J:!!SJJ:>j~_llS'.J'~llY authorized to enter into a Memorandum of 

20 Understanding with the Guam Fire Department to act as a consultant 

21 and advisor in the establishment and maintenance 9.L~n Emergency 

22 Registry for Individuals with Special Ne~c!~_(R~gistryJ_i!<.lml11i~tscJ'~cl 

23 bv the Guam Fire Department." 

24 Section 3. A new Section 72109 of Chapter 72, Title l 0 of the Guam Code 

25 Annotated is hereby added to read: 

26 "§ 72109. Emergency Registry for Individuals with Special Needs. 

27 (a) Definitions. 
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( 1) "Confidential information" means any and all non­

pub lie, medical, financial and personal information in whatever 

form (written, oral, visual or electronic) possessed or obtained 

by either party. Confidential information shall include all 

information which 

(A) either party has labeled m writing as 

confidential; 

(B) is identified at the time of disclosure as 

confidential; 

(C) is commonly regarded as confidential in the 

health care industry; or 

(D) is Protected Health Information as defined by 

Health Insurance Portability Accountability Act. 

(2) "First responders" means those individuals who in the 

early stages of an incident are responsible for the protection and 

preservation of life, property, evidence and the environment, 

including emergency response providers as defined in Section 2 

of the Homeland Security Act of 2002 (6 U.S.C. 101), as well 

as emergency management, public health, clinical care, public 

works and other skilled support personnel (such as equipment 

operators) that provide immediate support services during 

prevention, response and recovery operations. 

(3) "Special needs" means the phrase used m clinical 

diagnosis and functional development to describe individuals 

who require assistance for disabilities that may be medical, 

mental or psychological; and the needs of such individuals. 

(b) The Guam Fire Department shall create a registry entitled 

3 
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the "Emergency Registry for Individuals with Special Needs", herein 

referred to as "Registry". 

( 1) The Registry shall only contain information 

voluntarily disclosed by a registered individual with special 

needs, or his or her parent or legal guardian. Such information 

may include, but not be limited to, emergency contact 

information, relevant medical history, and a description of any 

special need deemed relevant by the registrant. All information 

within the registry shall be deemed confidential information 

that shall only be used for the purposes of the Registry. Any 

other disclosure may occur only upon the written authorization 

of the registrant. 

(2) The Registry shall be voluntary and the individual 

with special needs, or the parents or legal guardian of the 

individual with special needs under the age of eighteen (18) 

may register with the Guam Fire Department. An option to 

attach a passport-style photo may be permitted. The Registry 

application form may be available at the office of the Guam 

Fire Department. 

(3) Once the registration has been received and 

processed, the Guam Fire Department or its designated agent 

shall officially respond by mail or email no less than seven (7) 

days from the date of the submission of the registration. An 

identification card shall be issued which may accompany the 

individual with special needs at all times, as deemed 

appropriate. 

( c) Authorization. The Guam Fire Department 1s hereby 
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authorized to enter into a Memorandum of Understanding with the 

Department of Integrated Services for Individuals with Disabilities 

and other departments and agencies, as determined by the Guam Fire 

Department to seek consultation and advice in the creation and 

maintenance of the Registry. 

(d) The Guam Fire Department and the Department of 

Integrated Services for Individuals with Disabilities shall meet at least 

quarterly to report the activities of the registry and shall submit a 

yearly report beginning January 1, 2017, to I Maga 'lahen Guahan and 

1 Liheslaturan Guahan, which shall include, but not be limited to: 

( 1) number of individuals voluntarily registered; 

(2) incident reports from first responders when 

responding to an emergency with an individual on the Registry; 

(3) a list of complaints, if any, from the individual on the 

registry; and 

( 4) any other strategy effectiveness related to the 

Registry. 

(e) Evaluation. The Guam Fire Department shall conduct a 

yearly evaluation of the Registry, which shall include, but not be 

limited to: 

( l) track implementation process to include any planned 

and/or unanticipated adaptations to the Registry that may affect 

the outcome of the findings; 

(2) comparative analysis on the number of individuals on 

the Registry that benefited from the Registry, their disability 

and the delivery of services received; 

(3) assess the need for any adaptations to the strategy to 

5 



meet the needs of the target population; 

2 ( 4) input from first responders on their use of the 

3 Registry and its effectiveness; 

4 (5) recommendations, if any, to improve the effectiveness 

5 of the Registry. 

6 The Guam Fire Department may charge these duties to the 

7 Department of Integrated Services for Individuals with Disabilities as 

8 part of the Memorandum of Understanding as authorized in this 

9 Section." 

10 Section 4. Participation in National Registry. Nothing herein shall be 

11 interpreted to prevent the Guam Fire Department from participating in a national 

12 on-line registry, which meets the requirements set forth in this Act. 

13 Section 5. Appropriation. The sum of up to One Hundred Fifty Thousand 

14 Dollars ($150,000) is appropriated from the unappropriated fund balance of the 

15 Enhanced 911 Emergency Reporting System Fund to the Guam Fire Department 

16 for the sole purpose of creating, implementing and maintaining the Emergency 

17 Registry for Individuals with Special Needs. 

18 Section 6. Effective Date. The Emergency Registry for Individuals with 

19 Special Needs shall be implemented immediately upon enactment of this Act. 

20 Section 7. Severability. If any provision of this Act or its application to any 

21 person or circumstance is held invalid, the invalidity shall not affect other 

22 provisions or applications of this Act which can be given effect without the invalid 

23 provision or application and to this end the provisions of this Act are severable. 

6 
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April 16, 2015 

I Mina 'trentai Tres na Liheslaturan Guahan 
33nd Guam Legislature 
Senator Nerissa Bretania Underwood, Ph.D. 
Chairperson, Committee on Early Learning, Juvenile Justice, 
Public Education, and First Generation Initiatives 

Vice Speaker Benjamin J.F. Cruz 
Chairman 
Committee on Appropriations and Adjudication 
I Mina 'Trentai Tres Na Liheslaturan Guahan 
155 Hesler Place 
Hagatna, Guam 

Author Statement for Bill No. 70-32 (CQR) 

Hafa Adai Vice Speaker Cruz, 

As author for Bill No. 70-32 (COR), An Act to Amend Section 41105 o Chapter 41, 
Article I of 17 Guam Code Annotated, Relative to the Creation of a Registry for 
Individuals with Disabilities, I want to thank you for quickly scheduling a public hearing. 
Unfortunately I am currently off island and unable to attend today's hearing. 

The critical component of Bill 70 is to create an Individuals with Disability Registry 
(Registry). The Registry will be composed of infomrntion of an individual with a 
disability to improve communications between the individual and a first responder in the 
event of an emergency. Currently, there is no effective mechanism in place to ensure that 
the crucial needs of an individual with disability are addressed in a timely manner. 

Other key points in the bill are: 

• An additional program/service is to be provided by the Department of Integrated 
Services for Individuals with Disabilities (DISID)----the "Individuals with 
Disabilities Registry"; 

• Registry administered by DISID includes information voluntarily registered and 
provided by the individual with disability, parents, grandparents or legal 
guardians; 

• Information that is registered should include full description of disability, 
routine/favorite attractions. communication and other special needs. and 
emergency contact information. Picture ID may be included with registered 
information; 

15~ Hesler Place, Suite 104 
Hasitfta. Guam 

Tel (671) 969-0973/0974 
Fax (671) 969--0975 

E-mail: senatorunderwood(g,iguamlegislatun::_org 



Author Statement 
Bill 70-33 (COR) 
Page2 

• DISID to process registration and issue ID card to individual vvith disability 
within seven (7) days of registration application; 

• Individual encouraged to carry DISID issued-ID card at all times 
• All information regarding the individual with disability remains confidential and 

protected, and follows the Health Insurance Portability Accountability Act 
(HIP AA); 

• First responders defined to include those federal, state and local personnel 
responsible for protection and preservation of life; 

• DISID authorized to enter Memorandum of Understanding (MOU) with 
govermnent agencies and departments who employ first responders to ensure that 
Registry program is implemented appropriately; 

• Registry information obtained by DISID to be provided to govermnent agencies 
and departments that employ first responders within forty-eight ( 48) hours of 
receipt of registration; 

• Appropriation of $150,000 to DISID for the creation and implementation of the 
Registry; 

• Effective date of Registry: January I, 2016. 

! welcome the comments and concerns shared at the today's hearing and look forward to 
working with the Committee and members of the community to create and implement the 
Registry, which I believe will enhance the services provided to individuals with 
disabilities. 

Sincerely, 

Nerissa Bretania Underwood, Ph.D. 
Senator 
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April 16, 2015 

Dii~sion of Support Sen~ces for Individuals u~th Disabilities 
COVf HNOH 

Ra\' TenorirJL: (UT iC r'J ANT 

CO\fi'.HNOii 

D/SfD Ref No, 1504,J351 

Honorable Senator/Vice-Speaker Benjamin J.F. Cruz 
Chairman, Committee on Appropriations and Adjudication 
33rd Guam Legislature 
155 Hesler Place, Suite 107 
Hagf1tfia, Guam 969 IO 

Subject: Testimony on Bill No. 70-33 (COR) - N.B Underwood, Ph.D., R.J. Respicio 

AN ACT TO AMEND SECTION 41105 OF CHAPTER 41, ARTICLE I OF 
17 GUAM CODE ANNOTATED, RELATIVE TO THE CREATION OF A 
REGISTRY FOR INDIVIDUALS \VITH DISABII,ITIES .. 

Buena.1· yan lla/(1 Adai Senator/Vice Speaker Cruz and Members of the Committee on 
Appropriations and Adjudication 

For the record, my name is Ben S. Servino, and I currently serve as the Director for the 
Department of Integrated Services for Individuals with Disabilities (DISID). 

Our Department has had an opportunity to review Bill 70-33 (COR) and I wish to express our 
support for the hiiL 

The creation of this hill allows for the registry to act as part of a system-wide access to allow our 
emergency personnel and first responders to he hctter equipped to handle certain situations 
placed upon them during the call of duty. This registry will allow for Individuals with 
Disahilities and their families to know that '"help is on the way". This is priority in certain 
situations when the individual themselves or their families feel helpless. 

Allowing individuals with disahilities to provide important information on themselves that will 
ultimately assist them during times of distress, is moving in the right direction. DISID was 
created lo hecomc the single point of entry for Individuals with Disabilities and this bill would 
help to build the capacity for DISID to address such a need. 

If an individual with a disability voluntarily agrees to participate and he included in the registry 
important information regarding their disahility could he accessed hy first responders so that 
effective communication strategies could he utilized and first responders could be better prepared 
lo provide the necessary accommodations and medical equipment to assist the individual, 

Another henefit for individuals with disabilities is that they would he able to receive valuable 
information regarding local legislative bills that have been introduced such as Bill 70-33 or 

2:)8 Archbis.hl)P F(~ Flores St., f_)N;\ Building, Ste 702, l·Iagt1tf1a, (;uan1 96910 
Phone: 47S~.+1146 · Tl)I): .+77-418~ ·Fax: 477-2892 
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federal laws that have recently been passed such as the Achieving a Better Life Experience 
(ABLE) Act which provides a tax deferred savings account for individuals with disabilities. 

Individuals with disabilities would be able to also receive information regarding community 
calendar of events or available grants such as the Individualized Budgeting Program (IBP) that 
provides funding resources to address the critical needs of a qualified applicant with a disability. 

There are a number of agencies and organizations that have established their own registry 
database of individuals that have accessed their program services including DOE's Head Start 
and Special Education Programs, DISID's Division of Vocational Rehabilitation (DVR) and 
Division of Support Services (DSS) Programs, Dept. of Public Health and Social 
Services/Division of Senior Citizens Program, Guam Regional Transit Authority (GRTA) Para­
lransit services, and the Guam Behavioral Health and Wellness Center (GBHWC) program 
services. to mention a few. 

For your information, DISID had initially estahlished an on-line registry (www.guamgetcarc.org) 
that set up a client's profile and tracked the services that were provided by the participating 
agency partners. The on-line resource site was federally funded and administered through 
DISID's Aging and Disability Resource Center (ADRCJ. Regrettably. funding and 
administration for the program was transferred to the GBHWC under the Permanent Injunction 
process and the grant expired last September 2014. The DPHSS Division of Senior Citizens had 
actively utilized this wehsitc resource and continues to maintain the site to address their Client's 
needs. 

We are collaboratively working with DSC on a new twelve month planning grant process for a 
three year implementation grant through the Administration on Community Living (ACLJ and 
the Centers for Medicare and Medicaid Services (CMS) that focuses on Long Term Services and 
Supports and is entitled the "No Wrong Door" system. An on-line comprehensive datahase 
registry and tracking system similar to the one used by ADRC is also being considered as part of 
this initiative and incorporates Person-Centered Counseling and Streamlined Access to Public 
Program components. 

The Guam Developmental Disahilities Council (GDDCJ has also established an online registry 
which is limited to data regarding their constituents with developmental disabilities and does not 
include a comprehensive approach to collecting data on other disabilities. 

DISID's registry would he more comprehensive to include all individuals with various types of 
disabilities from birth to senior age. It would collect accurate and unduplicated data of the 
predominance of disabilities on our island which would be very heneficial when applying for 
federal grants. 
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and the benefits can he as a tlf the , Supplies ~ind 
equipment (SIOJ)OOL Priming c11sh (SI0-15.000) and lastly. for the dc\cloprncnt an RFP for 
the design (one lime c·ost ofSJ5 S20J)00J. !raining and m;iinlL'tuncc of the (Sl2J)()(). 
s 15,00()j 
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cri,;ts at SS.ODO/year. Training and Maintenance the at Si 5.000/yr. al a wtal rnsl 
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As part of the marketing incentives, DISID plans to solicit discounts from private businesses so 
that it can he provided to individuals that voluntarily sign up in the registry. 

The intent of the Registry is limited to providing demographic information and the special 
accommodation needs of the individual with a disability to first responders. However. the 
individual with a disability may voluntarily opt to provide other information that they wish to 
provide. 

DIS ID will also ensure that the privacy and confidentiality of the information that is provided hy 
the Registry Participant is protected and in compliance with the ADA and HlPPA requirements 
and that a consent to release of information form is signed hy the individual with a disability to 
include a timeline for this consent provision. 

DlSID has already initiated discussions on Bill 70-33 (COR) with some the agencies that are to 
he involved in the implementation of this important initiative and hope that the sustainability of 
the registry will he supported in future hudget al locations. This is a major strategic effort in the 
identification of a population that almost always goes underserved. This hill will open doors not 
just for individuals with disabilities hut in the ability for our community to assist everyone in 
years to come. 

1 "Thank You" for allowing me the opportunity to provide input in support of Bill 70-33 (COR) 
and I look forward to the continued support of the Legislature and in the passage of this 
important hill. 

Respectfully, 

S. SERVINO 
Director. DJSID 

211'\ i\rchbishnp F(~ Flon:·~ St., l)\:1\ Building, Ste 702, I-ldg<1tila, c;u,1m Y6t)JO 
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GOVERNMENTOFGUAHAN 

GUAM DEVELOPMENT AL DISABILITIES COUNCIL 
Konsehelo11 Guaha11 para i Taotao 11i' Ma11inutet desde ki Manhobe11 

130 University Drive Suite 17, Mangilao, Guam 96913 

EDDIE B. CALVO 
Governor 

RAYMOND TENORIO 
Lkuh.'n<int Gov('rnor 

Vice Speaker Benjamin Cruz 
33'' Guam Legislature 
Hagatna, Guam 

Dear Honorable B.J. Cruz, 

Hafa Adai! 

Guam Developmental 
Disabilities Council 

ROSANNE S. ADA 
Exccutiv..: Director 

ERLINDA TYDINGCO 
Chairperson 

Thank you for inviting me to provide testimony on the following important matter:· "An Act to Amend 
Section 41105 of Chapter 41, Article 1 of 17 GCA, Relative to the registry for Individuals with 
Disabilities." 

I agree with the intent of the registry "to promote communication between law enforcement personnel, 
first responders and individuals with disabilities and their families and to further improve services to 
individuals with disabilities by creating a registry. 

DISID Support Services Division had a Guam GetCare System funded by the Aging and Disability 
Resources Program more than 10 years ago. This was a Registry of programs and services that can be 
accessed by individuals with disabilities online. It was transferred to the Department of Mental Health 
and Substance Agency. Funding by the federal agency ended last September 30, 2014. 

The System was simple, but expensive. Contractual services to run the system cost $300,000. 
Personnel, equipment, and supplies not included. It was managed by a Program Coordinator lV. 
The Program assisted the Division of Senior Citizens in the submission of their State Program Report, the 
NAPIS, National Aging Program Information System. 
At the end of the Project period, DISID must sustain it with funding from the Government of Guam. 

DISID has no program staff capable of running the Guam GetCare system. Almost all programs in DISID 
were transferred to the current Department of Guam Behavioral Health and Wellness Center. 

There are programs funded federally to implement a Registry for Individuals with Disabilities. 
DVR has the SILC (State Independent living Council) whose mandate is to establish a Registry of 
Individuals with Disabilities. 

The Guam Developmental Disabilities Council (GDDC) has in its five year State Plan to implement a 
Registry for Individuals with Developmental Disabilities. (Please see Registry: Attachment 1) 
The goal is to access immediate care in the event of a disaster. 

Telephone No.: 1.671.735.9127 • 1.671.735.9128 *Fax No.: 1.671.734.9121 
Email: gddc@gddc.guam.gov 



The objective is to facilitate the.stevelopmeJ]L;!fld maintenance of a Special Needs Registry to help 
identify people with developmental disabilities who may need assistance during an emergency. 
The Registry is online and can be used to register only. It was developed last year and we are now in the 
process of keying in all the forms. This registry is only for emergency responders. 

The GDDC will begin planning its five year state plan for 2017·2021. The Registry may not be included 
for the next five years depending on the pressing and current needs of the Developmental Disabilities 
Community. 

To designate DISID in the management of the Registry for Individuals with Disabilities, it is necessary to 
include the population of individuals with developmental disabilities as defined in the federal mandate 
of P.L 106-402 Developmental Disabilities Assistance and Bill of Rights Act of 2000 also known as the DD 
Act. (Please see Attachment 2 DD Act) Under this Act, Developmental Disabilities are defined as severe, 
chronic disabilities that: 

• Are caused by a mental or physical impairment or a combination of the two 
• Are evident before the person is 22 years old 
• Are likely to continue indefinitely 
• Result in substantial functional limitations in three (3) or more of the following major life 

activities: 
1. Self Care 
2. Receptive and expressive language 
3. Learning 
4. Mobility 
5. Self-Direction 
6. Capacity for independent living, and 
7. Economic self-sufficiency, and 

• Require individually planned and coordinated supports and assistance of a lifelong or extended 
duration. 

Individuals with developmental disabilities are almost always ineligible for vocational rehabilitation 
services due to the severity of their disabilities. They are the most underserved individuals in our 
community and in the government service system. 

It is recommended to include the aforementioned definition of developmental disabilities in the 
proposed creation of a Registry for Individuals with Disabilities. 

If there are any questions please call our Office at 735-9128 or 735-9129. 
Thank you for the opportunity to respond to this proposed Act. 

Sincerely yours, 

::f1~/~,__ 
Rosanne S. Ada 

Attachments: 
DD Act of 2000 
llDD Registry Form 

Page 2 







PUBLIC LAW 106-402-0CT. 30, 2000 114 STAT. 1677 

Public Law 106-402 
106th Congress 

An Act 
To improve service systems for individuals with developmental disabilities. and 

for other purposes. 

Be it enacted by the Senate and House of Representatives of 
the United States of America in Congress assembled, 
SECTION L SHORT TITLE; TABLE OF CONTENTS. 

(a) SHORT TITLE.-This Act may be cited as the "Developmental 
Disabilities Assistance and Bill of Rights Act of 2000". 

(b) TABLE OF CONTENTS.-The table of contents of this Act 
is as follows: 
Sec, L Short title: table of contents. 

TITLE !~PROGRAMS FOR INDIVIDUALS WITH DEVELOPMENTAL 
DISABILITIES 

Subtitle A~General Provisions 

Sec. 101. Findings, purposes, and policy. 
Sec. 102. Definitions. 
Sec. 103. Records and audits. 
Sec. 104. Responsibilities of the Secretary. 
Sec. 105. Reports of the Secretary. 
Sec. 106. State control of operations. 
Sec. 107. E1nployment of individuals with disabilities. 
Sec. l 08. Construction. 
Sec. 109. Rights of individuals with developmental disabilities. 

Subtitle B-Federal Assistance to State Councils on Developn1ental Disabilities 

Sec. 121. Purpose. 
Sec. 122. State allotments. 
Sec. 123. Payments to the States fOr planning. administration, and services. 
Sec. 124. State plan. 
Sec. 125. St<:tte Councils on Developmental Disabilities and designated State agen-

c1es. 
Sec. 126. Federal and non-Federal share. 
Sec. 127. Withholding of payments for planning. administration. and s£>rvices. 
Sec. 128. Appeals by States. 
Sec. 129. Authorization of appropriations. 

Subtitle C~Protection and Advocacy of Individual Rights 

Sec. 141. Purpose. 
Sec. 142. Allotments and payments. 
Sec. 143. System required. 
Sec. 144. Administration. 
Sec. 145. Authorization of appropriations. 

Subtitle D~National Net'work of lTniversity Centt,rs for Excdlenc(' in 
Developn1ental Disabilities Education, ResParch, and Service 

151. 
152. 
153. 
154. 

Grant authority. 
Grant awards. 
Purpose and scope of nctivities. 
Applications. 

Oct. 30, 2000 

IS. 18091 

Developmental 
Disabilities 
Assistance and 
Bill of Rights Act 
of 2000. 
42 use 1aoo1 
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114 STAT. 1678 PUBLIC LAW 106-402-0CT. 30, 2000 

42 use 1soo1. 

Sec. 155. Definition. 
Sec. 156. Authorization of appropriations. 

Subtitle E-Projects of National Significance 

Sec. 161. Purpose. 
Sec. 162. Grant authority. 
Sec. 163. Authorization of appropriations. 

Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 
Sec. 

TITLE 11-F.4"\1ILY SUPPORT 

20L Short title. 
202. Findings, purposes, and policy. 
203. Definitions and special rule. 
204. Grants to States. 
205. Application. 
206. Designation of the lead entity. 
207. Authorized activities. 
208. Reporting. 
209. Technical assistance. 
210. Evaluation. 
21L Projects of national significance. 
212. Authorization of appropriations. 

TITLE Ill-PROGRAM FOR DIRECT SUPPORT WORKERS WHO ASSIST 
INDIVIDUALS WITH DEVELOPMENTAL DISABILITIES 

Sec. 30L Findings, 
Sec. 302. Definitions. 
Sec. 303. Reaching up scholarship program. 
Sec. 304. Staff development curriculum authorization. 
Sec. 305. _,.\uthorization of appropriations. 

TITLE IV-REPEAL 

Sec. 401. Repeal. 

TITLE I-PROGRAMS FOR INDIVIDUALS 
WITH DEVELOPMENTAL DISABILITIES 

Subtitle A-General Provisions 

SEC. 101. FINDINGS, PURPOSES, AND POLICY. 

(a) FINDINGS.-Congress finds that-
(ll disability is a natural part of the human experience 

that does not diminish the right of individuals with develop­
mental disabilities to live independently, to exert control and 
choice over their O\Vn lives, and to fully participate in and 
contribute to their communities through full integration and 
inclusion in the economic, political, social, cultural, and edu­
cational mainstream of United States society; 

(21 in 1999, there were between 3,200,000 and 4,500,000 
individuals with developmental disabilities in the United 
States, and recent studies indicate that individuals with 
developmental disabilities comprise between L2 and L65 per­
cent of the United States population; 

(3) individuals whose disabilities occur during their 
developmental period frequently have severe disabilities that 
are likely to continue indefinitely; 

(4) individuals with developmental disabilities often 
encounter disc1imination in the provision of critical services, 
such as services in the areas of emphasis (as defined in section 
102): 

(5) individuals with developmental disabilities are at 
greater risk than the general population of abuse, neglect, 
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financial and sexual exploitation, and the violation of their 
legal and human rights; 

(6) a substantial portion of individuals with developmental 
disabilities and their families do not have access to appropriate 
support and services, including access to assistive technology, 
from generic and specialized service systems, and remain 
unserved or underserved; 

(7) individuals with developmental disabilities often require 
lifelong community services, individualized supportsi and other 
forms of assistance, that are most effective when provided 
in a coordinated manner; 

(8) there is a need to ensure that services, supports, and 
other assistance are provided in a culturally competent manner, 
that ensures that individuals from racial and ethnic minority 
backgrounds are fully included in all activities provided under 
this title; 

(9) family members, friends, and members of the commu­
nity can play an important role in enhancing the lives of 
individuals with developmental disabilities, especially when the 
family members, friends, and community members are provided 
with the necessary community services, individualized supports, 
and other forms of assistance: 

(10) current research indicates that 88 percent of individ­
uals with developmental disabilities live with their families 
or in their own households; 

( 11) many service delivery systems and communities are 
not prepared to meet the impending needs of the 479,862 adults 
with developmental disabilities who are living at home with 
parents who are 60 years old or older and who serve as the 
primary caregivers of the adults; 

(12) in almost every State, individuals with developmental 
disabilitles are waiting fOr appropriate services in their commu­
nities, in the areas of emphasis; 

03) the public needs to be made more aware of the capabili­
ties and competencies of individuals with developmental disabil­
ities, particularly in cases in which the individuals are provided 
with necessary services, supports, and other assistance; 

(14) as increasing numbers of individuals with develop­
mental disabilities are living, learning, working, and partici­
pating in all aspects of commun1ty Hfe, there is an increasing 
need for a well trained workforce that is able to provide the 
services, supports, and other forms of direct assistance required 
to enable the individuals to carry out those activities; 

(15) there needs to be greater effort to recruit individuals 
from minority backgrounds into professions serving individuals 
with developmental disabilities and their families; 

(16) the goals of the Nation properly include a goal of 
providing individuals with developmental disabilities with the 
information, skills, opportunities, and support to-

(A) n1ake informed choices and decisions about their 
llves: 

{BJ live in homes and communities in which such 
individuals can exercise their full rights and responsibilities 
as citizens; 

(CJ pursue meaningful and productive lives; 
(Dl contribute to their families, communities, and 

States, and the Nation; 
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(E) have interdependent friendships and relationships 
with other persons; 

(F) live free of abuse, neglect, financial and sexual 
exploitation, and violations of their legal and human rights; 
and 

(G) achieve full integration and inclusion in society, 
in an individualized manner, consistent with the unique 
strene,rths, resources, priorities, concerns, abilities, and 
capabilities of each individual; and 
(17) as the Nation, States, and communities maintain and 

expand community living options for individuals with develop­
mental disabilities, there is a need to evaluate the access to 
those options by individuals with developmental disabilities 
and the effects of those options on individuals with develop­
mental disabilities. 
(b) PURPOSE.-The purpose of this title is to assure that individ­

uals with developmental disabilities and their families participate 
in the design of and have access to needed community services, 
individualized supports, and other forms of assistance that promote 
self-determination, independence, productivity, and integration and 
inclusion in all facets of community life, through culturally com­
petent programs authorized under this title, including specifically-

(1) State Councils on Developmental Disabilities in each 
State to engage in advocacy i capacity building, and systemic 
change activities that-

(A) are consistent with the purpose described in this 
subsection and the policy described in subsection (c); and 

(Bl contribute to a coordinated, consumer- and family­
centered, consumer- and family-directed, comprehensive 
system that includes needed community services, individ­
ualized supports, and other forms of assistance that pro­
mote self-determination for individuals with developmental 
disabilities and their families; 
(2) protection and advocacy systems in each State to protect 

the legal and human rights of individuals with developmental 
disabilities; 

(3) University Centers for Excellence in Developmental 
Disabilities Education, Research, and Service-

(A) to provide interdisciplinary pre-service preparation 
and continuing education of students and fellows, which 
may include the preparation and continuing education of 
leadership, direct service, clinical, or other personnel to 
strengthen and increase the capacity of States and commu­
nities to achieve the purpose of this title; 

(B) to provide community services-
(i) that provide training and technical assistance 

for individuals with developmental disabilities, their 
families, professionals, paraprofessionals, policy­
makers, students, and other n1embers of the commu­
nity; and 

(ii) that may provide services, supports, and assist­
ance for the persons described in clause (i) through 
demonstration and model activities; 
(C) to conduct research, which may include basic or 

applied research, evaluation, and the analysis of public 
policy in areas that affect or could affect, either positively 
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or negatively, individuals with developmental disabilities 
and their families; and 

(D) to disseminate information related to activities 
undertaken to address the purpose of this title, especially 
dissemination of information that demonstrates that the 
network authorized under this subtitle is a national and 
international resource that includes specific substantive 
areas of expertise that may be accessed and applied in 
diverse settings and circumstances; and 
(4) funding for-

(A) national initiatives to collect necessary data on 
issues that are directly or indirectly relevant to the lives 
of individuals with developmental disabilities; 

(B) technical assistance to entities who engage in or 
intend to engage in activities consistent with the purpose 
described in this subsection or the policy described in sub­
section (c); and 

(C) other nationally significant activities. 
(c) POLICY.-It is the policy of the United States that all pro­

grams, projects, and activities receiving assistance under this title 
shall be carried out in a manner consistent with the principles 
that-

(1) individuals with developmental disabilities, including 
those with the most severe developmental disabilities, are 
capable of self-determination, independence, productivity, and 
integration and inclusion in all facets of community life, but 
often require the provision of community services, individual­
ized supports, and other forms of assistance; 

(2) individuals with developmental disabilities and their 
families have competencies, capabilities, and personal goals 
that should be recognized, supported, and encouraged, and 
any assistance to such individuals should be provided in an 
individualized manner, consistent \vith the unique strengths, 
resources, priorjtie.s, concerns 1 abilities, and capabilities of such 
individuals; 

(3l individuals with developmental disabilities and their 
families are the primary decisionn1akers regarding the services 
and supports such individuals and their families receive, 
including regarding choosing where the individuals live from 
available options, and play decisionmaking roles in policies 
and programs that affect the lives of such individuals and 
their families; 

(4J services, supports, and other assistance should be pro, 
vided in a manner that demonstrates respect for individual 
dignity, personal preferences, and cultural differences; 

(5) specific efforts must be made to ensure that individuals 
with developmental disabilities from racial and ethnic minority 
backgrounds and their families enjoy increased and meaningful 
opportunities to access and use community services, individual­
ized supports, and other forms of assistance available to other 
individuals with developmental disabilities and their families; 

(6! recruitment efforts in disciplines related to develop­
mental dlsabilities relating to pre-service training, community 
training, practice, administration, and policymaking must focus 
on bringing larger numbers of racial and ethnic minorltles 
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into the disciplines in order to provide appropriate skills, knowl­
edge, role models, and sufficient personnel to address the 
growing needs of an increasingly diverse population; 

(7) \-vith education and support, communities can be acces­
sible to and responsive to the needs of individuals \-Vi th develop­
mental disabilities and their families and are enriched by full 
and active participation in community activities, and contribu­
tions, by individuals with developmental disabilities and their 
families; 

(8) individuals with developmental disabilities have access 
to opportunities and the necessary support to be included in 
comn1unity life, have interdependent relationships, live in 
homes and communities, and make contributions to their fami­
lies, communities, and States, and the Nation; 

(9) efforts undertaken to maintain or expand community­
based living options for individuals with disabilities should 
be monitored in order to determine and report to appropriate 
individuals and entities the extent of access by individuals 
with developmental disabilities to those options and the extent 
of compliance by entities providing those options with quality 
assurance standards; 

(10) families of children with developmental disabilities 
need to have access to and use of safe and appropriate child 
care and before-school and after-school programs, in the most 
integrated settings, in order to enrich the participation of the 
children in community life; 

(11) individuals with developmental disabilities need to 
have access to and use of public transportation, in order to 
be independent and directly contribute to and participate in 
all facets of community life; and 

(12) individuals with developmental disabilities need to 
have access to and use of recreational, leisure, and social 
opportunities in the n1ost integrated settings, in order to enrich 
their participation in community life. 

42 vsc 15002. SEC. 102. DEFINITIONS. 

In this ti tie: 
(1) AMERICAN INDIAN CONSORT!UM.-The term "American 

Indian Consortium" means any confederation of 2 or more 
recognized American Indian tribes, created through the official 
action of each participating tribe, that has a combined total 
resident population of 150,000 enrolled tribal members and 
a contiguous territory of Indian lands in 2 or n1ore States. 

f2) AREAS OF ;:MPHASIS.-The term "areas of emphasis" 
means the areas related to quality assurance activities, edu­
cation activities and eariy intervention activities, child care­
related activities, health-related activities, employment-related 
activities, housing-related activities, transportation-related 
activities, recreation-related activities, and other services avail­
able or offered to individuals in a community, including formal 
and informal community supports, that affect their quality 
of life. 

(3) ASSISTJVE TECHNOLOGY DEVICK-The term "assistive 
technology device'' means any item, piece of equipment, or 
product system, whether acquired commercially, modified or 
customized! that is used to increase, maintain, or improve 
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functional capabilities of individuals with developmental 
disabilities. 

(4) AssISTIVE TECHNOLOGY SERVICE.-The term "assistive 
technology service" means any service that directly assists an 
individual with a developmental disability in the selection, 
acquisition, or use of an assistive technology device. Such term 
includes-

(A) conducting an evaluation of the needs of an indi­
vidual with a developmental disability, including a func­
tional evaluation of the individual in the individual's cus­
tomary environment; 

(B) purchasing, leasing, or otherwise providing for the 
acquisition of an assistive technology device by an indi­
vidual with a developmental disability; 

(C) selecting, designing, fitting, customizing, adapting, 
applying, maintaining, repairing or replacing an assistive 
technology device; 

m) coordinating and using another therapy, interven­
tion, or service with an assistive technology device, such 
as a therapy, intervention, or service associated with an 
education or rehabilitation plan or program; 

(E) providing training or technical assistance for an 
individual with a developmental disability, or, where appro­
priate, a family member, guardian, advocate, or authorized 
representative of an individual with a developmental dis­
ability; and 

(F) providing training or technical assistance for profes­
sionals (including individuals providing education and 
rehabilitation services), employers, or other individuals who 
provide services to, employ, or are otherwise substantially 
involved in the major life functions of, an individual with 
developmental disabilities. 
(5) CENTER.-The term "Center" means a University Center 

for Excellence in Developmental Disabilities Education, 
Research, and Service established under subtitle D. 

(6) CHILD CARE-RELATED ACTIVITIES.-The term "child care­
related activities" means advocacy, capacity building, and sys­
temic change activities that result in families of children with 
developmental disabilities having access to and use of child 
care services, including before-school, after-school, and out-of­
school services, in their communities. 

(7) CULTURALLY COMPETENT.-The term "culturallv com­
petent", used with respect to services, supports, or other~ assist­
ance, n1eans services, supports, or other assistance that is con­
ducted or provided in a manner that is responsive to the beliefs, 
interpersonal styles, attitudes, language, and behaviors of 
individuals who are receiving the services, suppo1is, or other 
assistance, and in a manner that has the greatest likelihood 
of ensuring their maximum participation in the program 
involved. 

(8) DEVELOPMENTAL DISABJLITY.-
(A) IN GENERAL-The term "developmental disability" 

means a severe, chronic disability of an individual that­
(il is attributable to a mental or physical impair­

ment or combination of mental and physical impair­
ments: 
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(iil is manifested before the individual attains age 
22; 

(iii) is likely to continue indefinitely; 
(iv) results in substantial functional limitations 

in 3 or more of the following areas of major life activity: 
(I) Self-care. 
(II) Receptive and expressive language. 
(III) Learning. 
(IV) Mobility. 
(VJ Self-direction. 
(VD Capacity for independent living. 
(VIII Economic self-sufficiency; and 

(v) reflects the individual's need for a combination 
and sequence of special, interdisciplinary, or generic 
services, individualized supports, or other forms of 
assistance that are of lifelong or extended duration 
and are individually planned and coordinated. 
(B) INFANTS AND YOUNG CHILDREN.-An individual 

from birth to age 9, inclusive, who has a substantial 
developmental delay or specific congenital or acquired 
condition, may be considered to have a developmental dis­
ability without meeting 3 or more of the criteria described 
in clauses (i) through (v) of subparagraph (A) if the indi­
vidual, without services and supports, has a high prob­
ability of meeting those criteria later in life. 
(9) EARLY INTERVENTION ACT!VITIES.-The term "early 

intervention activities" means advocacy, capacity building, and 
systemic change activities provided to individuals described 
in paragraph (8J(BJ and their families to enhance-

(A) the development of the individuals to maximize 
their potential; and 

(B) the capacity of families to meet the special needs 
of the individuals. 
(10) EDUCATION ACTIVITIES.-The term "education activi­

ties" means advocacy, capacity building, and systemic change 
activities that result in individuals with developmental disabilw 
ities being able to access appropriate supports and modifications 
when necessary, to maximize their educational potential, to 
benefit from lifelong educational activities, and to be integrated 
and included in all facets of student life. 

011 EMPLOYMENT-RELATED ACTIVITIES.-The term "employ· 
ment-reJated activities" means advocacy, capacity building, and 
systen1ic change activities that result in individuals with 
developmental disabilities acquiring, retaining, or advancing 
in paid employment, including supported employment or self­
employment, in integrated settings in a community. 

(12) FAMILY SUPPORT SERVICES.-
(AI IN GENERAL.-The term "family support services" 

means services, supports, and other assistance, provided 
to families with members who have developmental disabil­
ities, that are designed to--

(i) strengthen the family's role as primary care­
giver; 

(ii) prevent inappropriate out-of-the-home place­
n1ent of the members and maintain family unity; and 

(iii) reunite families \Vith members who have been 
placed out of the borne whenever possible. 
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(B) SPECIFIC SERVICES.-Such term includes respite 
care, provision of rehabilitation technology and assistive 
technology, personal assistance servicesi parent training 
and counseling, support for families headed by aging care­
givers, vehicular and home modifications, and assistance 
with extraordinary expenses, associated with the needs 
of individuals with developmental disabilities. 
(13) HEALTH-REL~TED ACTIVITJES,-The term "health­

related activities" means advocacy, capacity building, and sys­
temic change activities that result in individuals with develop­
mental disabilities having access to and use of coordinated 
health, dental, mental health, and other human and social 
services, including prevention activities, in their communities. 

(14) HOUSING-REL~TED ACTIVITIES.-The term "housing­
related activities" means advocacy, capacity building, and sys­
temic change activities that result in individuals with develop­
mental disabilities having access to and use of housing and 
housing supports and services in their communities, including 
assistance related to renting, owning, or modifying an apart­
ment or home. 

(151 INCLUSION.-The term "inclusion", used with respect 
to individuals with developmental disabilities, means the 
acceptance and encouragement of the presence and participa­
tion of individuals with developmental disabilities, by individ­
uals without disabilities, in social, educational, work, and 
community activities, that enables individuals with develop­
mental disabilities to-

(Al have friendships and relationships with individuals 
and families of their own choice; 

(B) live in homes close to community resources, with 
regular contact with individuals without disabilities in their 
communities; 

(C) enjoy full access to and active participation in 
the same community activities and types of employment 
as individuals without disabilities; and 

(D) take full advantage of their integration into the 
same community resources as individuals without disabil­
ities, living~ learning, working, and enjoying life in regular 
contact with individuals without disabilities. 
(161 INDIVIDUALIZED SUPPORTS,-The term "individualized 

supports" means supports that-
(A) enable an individual with a developmental dis­

ability to exercise self-determination, be independent, be 
productive, and be integrated and included in all facets 
of community life; 

(B) are designed to-
(i) enable such individual to control such individ­

ual's environment, permitting the most independent 
life possible; 

(ii) prevent placement into a more restrictive living 
arrangement than is necessary; and 

(iii) enable such individual to live, learn, work, 
and enjoy life in the community; and 
(Cl include-

(i) early intervention services; 
(ii) respite care; 
(iii) personal assistance services; 
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(iv) family support services; 
(v) supported employment services; 
(vi) support services for families headed by aging 

caregivers of individuals with developmental disabil­
ities; and 

(vii) provision of rehabilitation technology and 
assistive technology, and assistive technology services. 

(17) INTEGRATION.-The term "integration", used with 
respect to individuals with developmental disabilities, means 
exercising the equal right of individuals with developmental 
disabilities to access and use the same con1munity resources 
as are used by and available to other individuals. 

(18) NoT-FOR-PROFIT.-The term "not-for-profit", used with 
respect to an agency, institution, or organization, means an 
agency, institution, or organization that is owned or operated 
by 1 or more corporations or associations, no part of the net 
earnings of which inures, or may lawfully inure) to the benefit 
of any private shareholder or individual. 

(19) PERSONAL ASSISTANCE SERVICES.-The term "personal 
assistance services'1 means a range of services, provided by 
1 or more individuals, designed to assist an individual with 
a disability to perform daily activities, including activities on 
or off a job that such individual would typically perform if 
such individual did not have a disability. Such services shall 
be designed to increase such individual's control in life and 
ability to perform everyday activities, including activities on 
or off a job. 

(20) PREVENTION ACTIVITIES.-The term "prevention activi­
ties" means activities that address the causes of developmental 
disabilities and the exacerbation of functional limitation, such 
as activities that-

(A) eliminate or reduce the factors that cause or pre­
dispose individuals to developmental disabilities or that 
increase the prevalence of developmental disabilities; 

(B) increase the early identification of problems to 
eliminate circumstances that create or increase functional 
limitations; and 

(C) mitigate against the effects of developmental 
disabilities throughout the lifespan of an individual. 
(21) PRODUCTIVITY.-The term "productivity" means-

(A) engagement in income-producing work that is 
measured by increased income, improved employment 
status, or job advancement; or 

(Bl engagement in work that contributes to a household 
or community. 
(22) PROTECTION ANlJ ADVOCACY SYSTEM.-The term 

"protection and advocacy system" n1eans a protection and 
advocacy system established in accordance with section 143. 

(23) QUALITY ASSURANCE ACTIVITIES.-The term "quality 
assurance activities" n1eans advocacy, capacity building) and 
systemic change activities that result in improved consumer­
and family-centered quality assurance and that result in sys­
tems of quality assurance and consumer protection that-

(A) include monitoring of services, supports, and assist­
ance provided to an individual with developmental disabil­
ities that ensures that the individual-
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(i) \Vill not experience abuse, neglect, sexual or 
financial exploitation, or violation of legal or human 
rights; and 

(ii) will not be subject to the inappropriate use 
of restraints or seclusion; 
(B) include training in leadership, self-advocacy, and 

self-determination for individuals with developmental 
disabilities, their families, and their guardians to ensure 
that those individuals-

(i) will not experience abuse, neglect, sexual or 
financial exploitation, or violation of legal or human 
rights; and 

(ii) will not be subject to the inappropriate use 
of restraints or seclusion; or 
(C) include activities related to interagency coordina­

tion and systems integration that result in improved and 
enhanced services, supports, and other assistance that con­
tribute to and protect the self-determination, independence, 
productivity, and integration and inclusion in all facets 
of community life, of individuals with developmental 
disabilities. 
(24) RECREATION-RELATED ACTIVITIES.-The term "recre­

ation-related activities" means advocacy, capacity building, and 
systemic change activities that result in individuals with 
developmental disabilities having access to and use of rec­
reational, leisure, and social activities, in their communities. 

(25) REHABILITATION TEC!INOLOGY.-The term "rehabilita­
tion technology" means the systematic application of tech­
nologies, engineering methodologies, or scientific principles to 
meet the needs of, and address the barriers confronted by, 
individuals with developmental disabilities in areas that include 
education, rehabilitation, employment, transportation, inde­
pendent living, and recreation. Such term includes rehabilita~ 
tion engineering, and the provision of assistive technology 
devices and assistive technology services. 

(26) SECRETARY.-The term "Secretary" means the Sec­
retary of Health and Human Services. 

(27) SELF-DETERMINATION ACTIVITIES.-The term "self .. 
determination activities" means activities that result in individ­
uals with developmental disabilities, with appropriate assist­
ance, having-

(A) the ability and opportunity to communicate and 
make personal decisions; 

(B) the ability and opportunity to communicate choices 
and exercise control over the type and intensity of services, 
supports) and other assistance the individuals receive; 

(C) the authoritv to control resources to obtain needed 
services, supports) afld other assistance; 

(D) opportunities to participate in, and contribute to, 
their communities; and 

(El support, including financial support, to advocate 
for themselves and others, to develop leadership skills, 
through training in self-advocacy, to participate in coali­
tions, to educate policymakers, and to play a role in the 
development of public policies that affect individuals with 
developmental disabilities. 
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42 USC 15003. 

42 l.JSC 15004. 

(28) STATE.-The term "State", except as otherwise pro­
vided, includes, in addition to each of the several States of 
the United States, the District of Columbia, the Commonwealth 
of Puerto Rico, the United States Virgin Islands, Guam, Amer­
ican Samoa, and the Commonwealth of the Northern Mariana 
Islands. 

(29) STATE COUNCIL ON DEVELOPMENTAL DISABILITIES.­
The term "State Council on Developmental Disabilities" ineans 
a Council established under section 125. 

(30) SUPPORTED EMPLOYMENT SERVICES.-The term "sup­
ported employment services" means services that enable 
individuals with developmental disabilities to perform competi­
tive work in integrated work settings, in the case of individuals 
with developmental disabilities-

(A)(i) for whom competitive employment has not 
traditionally occurred; or 

(ii) for whom competitive employment has been inter­
rupted or intermittent as a result of significant disabilities; 
and 

(B) who, because of the nature and severity of their 
disabilities, need intensive supported employment services 
or extended services in order to perform such work. 
(31) TRANSPORTATION-RELATED ACTIVITIES.-The term 

"transportation-related activities" means advocacy, capacity 
building, and systemic change activities that result in individ­
uals with developmental disabilities having access to and use 
of transportation. 

(32) UNSERVED AND UNDERSERVED.-The term "unserved 
and underserved" includes populations such as individuals from 
racial and ethnic minority backgrounds, disadvantaged individ­
uals, individuals with limited English proficiency, individuals 
from underserved geographic areas (rural or urban), and spe­
cific groups of individuals within the population of individuals 
with developmental disabilities, including individuals who 
require assistive technology in order to participate in and con­
tribute to community life. 

SEC. 103. RECORDS AND AUDITS. 

(a) RECORDS.-Each recipient of assistance under this title shall 
keep such records as the Secretary shall presc1~be, including­

(! J records that fully disclose-
(A) the amount and disposition by such recipient of 

the assistance; 
(BI the total cost of the project or undertaking in 

connection with which such assistance is given or used; 
and 

(C) the amount of that portion of the cost of the project 
or undertaking that is supplied by other sources; and 
(2l such other records as will facilitate an effective audit. 

lbl AccEss.-The Secretary and the Comptroller General of 
the United States, or any of their duly authorized representatives, 
shall have access for the purpose of audit and exan1ination to 
any books, documents, papers, and records of the recipients of 
assistance under this title that are pertinent to such assistance. 

SEC. !04. RESPONSIBILITIES O~' THE SECRETARY. 

(a) PROGRAM Accot:NTABILJTY.-
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(1) IN GENERAL-In order to monitor entities that received 
funds under this Act to carry out activities under subtitles 
B, C, and D and determine the extent to which the entities 
have been responsive to the purpose of this title and have 
taken actions consistent with the policy described in section 
lOHc), the Secretary shall develop and implement an account­
ability process as described in this subsection, with respect 
to activities conducted after October 1, 2001. 

(2) AREAS OF EMPHASIS.-The Secretary shall develop a 
process for identifying and reporting (pursuant to section 105) 
on progress achieved through advocacy, capacity building, and 
systemic change activities, undertaken by the entities described 
in paragraph (1), that resulted in individuals with develop­
mental disabilities and their families participating in the design 
of and having access to needed community services, individual­
ized supports, and other forms of assistance that promote self­
determination, independence, productivity, and integration and 
inclusion in all facets of community life. Specifically, the Sec­
retary shall develop a process for identifying and reporting 
on progress achieved, through advocacy, capacity building, and 
systemic change activities, by the entities in the areas of 
emphasis. 

(3) INDICATORS OF PROGRESS.-
(A) IN GENERAL-In identifying progress made by the 

entities described in paragraph (1) in the areas of emphasis, 
the Secretary, in consultation with the Commissioner of 
the Administration on Developmental Disabilities and the 
entities, shall develop indicators for each area of emphasis. 

(B) PROPOSED INDICATORS.-Not later than 180 days 
after the date of enactment of this Act, the Secretary shall 
develop and publish in the Federal Register for -public 
comment proposed indicators of progress for monitoring 
how entities described in paragraph (1) have addressed 
the areas of emphasis described in paragraph (2) in a 
rnanner that is responsive to the purpose of this title and 
consistent with the policy described in section lOl(c). 

(Cl FINAL lNDICATORs.-Not later than October 1, 2001, 
the Secretary shall revise the proposed indicators of 
progress, to the extent necessary based on public comment, 
and publish final indicators of progress in the Federal 
Register. 

(Dl SPECIFIC MEASl'RES.-At a minimum, the indicators 
of progress shall be used to describe and measure---

(i) the satisfaction of individuals with develop­
mental disabilities with the advocacy, capacity 
buildingj and systemic change activities provided under 
subtitles B, C, and D; 

(ii) the extent to which the advocacy, capacity 
building1 and systemic change activities provided 
through subtitles B, C, and D result in improvements 
in-

(!) the ability of individuals with develop­
mental disabilities to make choices and exert con­
trol over the type, intensity, and timlng of services, 
supports 1 and assistance that the individuals have 
used; 

Deadline. 
Federal Register, 
publication. 

Deadline. 
Federal Register, 
publication. 
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(II) the ability of individuals with develop­
mental disabilities to participate in the full range 
of community life with persons of the individuals' 
choice; and 

(III) the ability of individuals with develop­
mental disabilities to access services, supports, and 
assistance in a manner that ensures that such 
an individual is free fron1 abuse, neglect, sexual 
and financial exploitation, violation of legal and 
human rights, and the inappropriate use of 
restraints and seclusion; and 
(iii) the extent to which the entities described in 

paragraph (1) collaborate with each other to achieve 
the purpose of this title and the policy described in 
section lOl(c). 

(4) TIME LINE FOR COMPLIANCE WITH INDICATORS OF 
PROGRESS.-The Secretary shall require entities described in 
paragraph (1) to meet the indicators of progress described in 
paragraph (3). For fiscal year 2002 and each year thereafter, 
the Secretary shall apply the indicators in monitoring entities 
described in paragraph (1), with respect to activities conducted 
after October 1, 2001. 
(b) TIME LINE FOR REGULATIONS.-Except as otherwise 

expressly provided in this title, the Secretary, not later than 1 
year after the date of enactment of this Act, shall promulgate 
such regulations as may be required for the implementation of 
this title. 

(c) lNTERAGENCY COMMITTEE.-
(!) IN GENERAL.-The Secretarv shall maintain the inter­

agency committee authorized in section 108 of the Develop­
mental Disabilities Assistance and Bill of Rights Act (42 U.S.C. 
6007) as in effect on the day before the date of enactment 
of this Act, except as otherwise provided in this subsection. 

(2) COMPOSITION.-The interagency committee shall be 
composed of representatives of-

(A) the Administration on Developmental Disabilities, 
the Administration on Children, Youth, and Families, the 
Administration on Aging, and the Health Resources and 
Services Administration, of the Department of Health and 
Human Services: and 

(B) such other Federal departments and agencies as 
the Secretarv of Health and Human Senices considers 
to be appropriate. 
(3) DUTIES.-Such interagency committee shall meet regu­

larly to coordinate and plan activities conducted by Federal 
departments and agencies for individuals with developmental 
disabilities. 

(4) MEETINGS.-Each meeting of the interagency committee 
(except for any meetings of any subcommittees of the com­
mittee) shall be open to the public. Notice of each meeting, 
and a statement of the agenda for the meeting, shall be pub­
lished in the Federal Register not later than 14 days before 
the date on which the meeting is to occur. 

SEC. !05. REPORTS OF THE SECRETARY. 

At least once every 2 years, the Secretary, using information 
submitted in the reports and information required under subtitles 
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B, C, D, and E, shall prepare and submit to the President, Congress, 
and the National Council on Disability, a report that describes 
the goals and outcomes of programs supported under subtitles B, 
C, D, and E. In preparing the report, the Secretary shall provide-

(!) meaningful examples of how the councils, protection 
and advocacy systems, centers, and entities funded under sub­
titles B, C, D, and E, respectively-

(A) have undertaken coordinated activities with each 
other; 

(Bl have enhanced the ability of individuals with 
developmental disabilities and their families to participate 
in the design of and have access to needed community 
services, individualized supports, and other forms of assist­
ance that promote self-determination, independence, 
productivity, and integration and inclusion in all facets 
of community life; 

(CJ have brought about advocacy, capacity building, 
and systemic change activities (including policy reform), 
and other actions on behalf of individuals with develop· 
mental disabilities and their families, including individuals 
who are traditionally unserved or underserved, particularly 
individuals who are members of ethnic and racial minority 
groups and individuals from underserved geographic areas; 
and 

(D) have brought about advocacy, capacity building, 
and systemic change activities that affect individuals with 
disabilities other than individuals with developmental 
disabilities; 
(2) information on the extent to which programs authorized 

under this title have addressed-
(A) protecting individuals with developmental disabil­

ities from abuse, neglect, sexual and financial exploitation, 
and violations of legal and human rights, so that those 
individuals are at no greater risk of harm than other 
persons in the general population; and 

(B) reports of deaths of and serious injuries to individ­
uals with developmental disabilities; and 
(3) a summary of any incidents of noncompliance of the 

programs authorized under this title with the provisions of 
this title. and corrections made or actions taken to obtain 
compliance. 

SEC. 106. STATE CONTROL OF OPERATIONS. 42 l'SC 15006. 

Except as otherwise specifically provided, nothing in this title 
shall be construed as conferring on any Federal officer or employee 
the right to exercise any supervision or control over the administra­
tion, personnel, maintenance, or operation of any programs, serv~ 
ices, and supports for individuals with developmental disabilities 
with respect to which any funds have been or may be expended 
under this title. 
SEC. 107. EMPLOYMENT OF INDIVIDUALS WITH DISABILITIES. 

As a condition of providing assistance under this title, the 
Secretary shall require that each recipient of such assistance take 
affirmative action to employ and advance in employment qualified 
individuals with disabilities on the same terms and conditions 
required with respect to the employment of such individuals under 
the provisions of title V of the Rehabilitation Act of 1973 (29 

42 l!SC 15007. 
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U.S.C. 791 et seq.) and the Americans with Disabilities Act of 
1990 (42 U.S.C. 12101 et seq.I, that govern employment. 
SEC. 108. CONSTRUCTION. 

Nothing in this title shall be construed to preclude an entity 
funded under this title from engaging in advocacy, capacity building, 
and systemic change activities for individuals with developmental 
disabilities that may also have a positive impact on individuals 
with other disabilities. 
SEC. 109. RIGHTS OF INDIVIDUALS WITH DEVELOPMENTAL DISABIL­

ITIES. 

(a) IN GENERAL-Congress makes the following findings 
respecting the rights of individuals with developmental disabilities: 

(1) Individuals with developmental disabilities have a right 
to appropriate treatment, services, and habilitation for such 
disabilities, consistent with section lOl(c). 

(2) The treatment, services, and habitation for an individual 
with developmental disabilities should be designed to maximize 
the potential of the individual and should be provided in the 
setting that is least restrictive of the individual's personal 
libertv. 

(3) The Federal Government and the States both have 
an obligation to ensure that public funds are provided only 
to institutional programs, residential programs, and other 
community programs, including educational programs in which 
individuals with developmental disabilities participate, that-

(A) provide treatment, services, and habilitation that 
are appropriate to the needs of such individuals; and 

(B) meet minimum standards relating to-
(i) provision of care that is free of abuse, neglect, 

sexual and financial exploitation, and violations of legal 
and human rights and that subjects individuals with 
developmental disabilities to no greater risk of harm 
than others in the general population; 

(ii) provision to such individuals of appropriate 
and sufficient medical and dental services; 

(iii) prohibition of the use of physical restraint 
and seclusion for such an individual unless absolutely 
necessary to ensure the immediate physical safety of 
the indi,idual or others, and prohibition of the use 
of such restraint and seclusion as a punishment or 
as a substitute for a habilitation program; 

(iv) prohibition of the excessive use of chemical 
restraints on such individuals and the use of such 
restraints as punishment or as a substitute for a habili~ 
tation program or in quantities that interfere with 
services, treatment, or habilitation fOr such individuals; 
and 

(v) provlsion for close relatives or guardians of 
such individuals to visit the individuals without prior 
notice. 

(4) All programs for individuals with developmental disabil­
ities should meet standards--

(Al that are designed to assure the most favorable 
possible outcome for those served; and 

(B )( i) in the case of residential programs serving 
individuals in need of comprehensive health-related. 



PUBLIC LAW 106-402-0CT. 30, 2000 114 STAT. 1693 

habilitative, assistive technology or rehabilitative services, 
that are at least equivalent to those standards applicable 
to intermediate care facilities for the mentally retarded, 
promulgated in regulations of the Secretary on June 3, 
1988, as appropriate, taking into account the size of the 
institutions and the service delivery arrangements of the 
facilities of the programs; 

(ii) in the case of other residential programs for individ­
uals with developmental disabilities, that assure that­

(I) care is appropriate to the needs of the individ­
uals being served by such programs; 

(II) the individuals admitted to facilities of such 
programs are individuals whose needs can be met 
through services provided by such facilities; and 

(III) the facilities of such programs provide for 
the humane care of the residents of the facilities, are 
sanitary, and protect their rights; and 
(iii) in the case of nonresidential programs, that assure 

that the care provided by such programs is appropriate 
to the individuals served by the programs. 

(b) CLARIFICATION.-The rights of individuals with develop­
mental disabilities described in findings made in this section shall 
be considered to be in addition to any constitutional or other rights 
otherwise afforded to all individuals. 

Subtitle B-Federal Assistance to State 
Councils on Developmental Disabilities 

SEC. 121. PURPOSE. 42 use 15021. 

The purpose of this subtitle is to provide for allotments to 
support State Councils on Developmental Disabilities (referred to 
individually in this subtitle as a "Council") in each State to-

( 1) engage in advocacy, capacity building, and systemic 
change activities that are consistent with the purpose described 
in section 101(b) and the policy described in section lOl(c); 
and 

(2) contribute to a coordinated, consumer- and family-cen­
tered, consumer- and family-directed, comprehensive systen1 
of community services, individualized supports, and other forms 
of assistance that enab]e individuals with developmental 
disabilities to exercise seJf-determination, be independent, be 
productive, and be integrated and included in all facets of 
community life. 

SEC. 122. STATE ALLOTMENTS. 42 USC 15022. 

(a) ALLOTMENTS.-
(]) !N GENERAL.-

iA) AUTHORJTY.-For each fiscal year, the Secretary 
shall, in accordance \Vith regulations and this paragraph, 
allot the sums appropriated for such year under section 
129 among the States on the basis of-

(i) the population; 
(ii) the extent of need for services for individuals 

with developmental disabilities; and 
(iii) the financial need, 

of the respective States. 
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(BJ USE OF FUNDS.-Sums allotted to the States under 
this section shall be used to pay for the Federal share 
of the cost of carrying out projects in accordance with 
State plans approved under section 124 for the provision 
under such plans of services for individuals with develop­
mental disabilities. 
(2) AD.JUSTMENTs.-The Secretary may make adjustments 

in the amounts of State allotments based on clauses (i), (ii), 
and (iii) of paragraph (l)(A) not more often than annually. 

Deadline. The Secretary shall notify each State of any adjustment made 
under this paragraph and the percentage of the total sums 
appropriated under section 129 that the adjusted allotment 
represents not later than 6 months before the beginning of 
the fiscal year in which such adjustment is to take effect. 

(3) MINIMUM ALLOTMENT FOR APPROPRIATIONS LESS THAN 
OR EQUAL TO $70,000,000.-

(A) IN GENERAL-Except as provided in paragraph (4), 
for any fiscal year the allotment under this section-

(i) to each of American Samoa, Guam, the United 
States Virgin Islands, or the Commonwealth of the 
Northern Mariana Islands may not be less than 
$210,000; and 

(ii) to any State not described in clause ( i) may 
not be less than $400,000. 
(B) REDUCTION OF ALLOTMENT.-Notwithstanding 

subparagraph (A), if the aggregate of the amounts to be 
allotted to the States pursuant to subparagraph (A) for 
any fiscal year exceeds the total amount appropriated 
under section 129 for such fiscal year, the amount to be 
allotted to each State for such fiscal year shall be propor­
tionately reduced. 
(4) MINIMUM ALLOTMENT FOR APPROPRIATIONS IN EXCESS 

OF $70,000,000.-
(A) IN GENERAL.-In any case in which the total 

amount appropriated under section 129 for a fiscal year 
is more than $70,000,000, the allotment under this section 
for such fiscal year-

(i I to each of American Samoa, Guam, the United 
States Virgin Islands, or the Commonwealth of the 
Northern Mariana Islands may not be less than 
$220,000; and 

(ii) to any State not described in clause (il may 
not be less than $450,000. 
(B) REIWCTION OF ALLOTMENT.-The requirements of 

paragraph (3)(B) shall apply with respect to amounts to 
be allotted to States under subparagraph (A), in the same 
manner and to the same extent as such requirements apply 
with respect to amounts to be allotted to States under 
paragraph (3)(AI. 
(5) STATE SUPPORTS, SERVICES, AND OTHER ACTIVITIES.­

Jn determining, for purposes of paragraph (l)(A)(ii), the extent 
of need in any State for services for individuals with develop­
mental disabilities. the Secretarv shall take into account the 
scope and extent -of the servic'Cs, supports, and assistance 
described, pursuant to section 124(c)(3)(AJ, in the State plan 
of the State. 
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(6) INCREASE IN ALLOTl\IENTS.-ln any year in which the 
total amount appropriated under section 129 for a fiscal year 
exceeds the total amount appropriated under such section (or 
a corresponding provision) for the preceding fiscal year by a 
percentage greater than the most recent percentage change 
in the Consumer Price Index published by the Secretary of 
Labor under section lOO(c)(l) of the Rehabilitation Act of 1973 
(29 U.S.C. 720(c)(l)) (if the percentage change indicates an 
increase), the Secretary shall increase each of the minimum 
allotments described in paragraphs (3) and (4). The Secretary 
shall increase each minimum allotment by an amount that 
bears the same ratio to the amount of such minimum allotment 
(including any increases in such minimum allotment under 
this paragraph (or a corresponding provision) for prior fiscal 
years l as the amount that is equal to the difference between-

( A) the total amount appropriated under section 129 
for the fiscal year for which the increase in the minimum 
allotment is being made; minus 

(B) the total amount appropriated under section 129 
(or a corresponding provision) for the immediately pre­
ceding fiscal year, 

bears to the total amount appropriated under section 129 (or 
a corresponding provision) for such preceding fiscal year. 
(bJ UNOBLIGATED FUNDS.-Any amount paid to a State for 

a fiscal year and remaining unobligated at the end of such year 
shall remain available to such State for the next fiscal year for 
the purposes for which such amount was paid. 

(c) OBLIGATION OF FUNDS.-For the purposes of this subtitle, 
State Interagency Agreements are considered valid obligations fOr 
the purpose of obligating Federal funds allotted to the State under 
this subtitle. 

( d) COOPERATIVE EFFORTS BETWEEN STATES.-If a State plan 
approved in accordance \Vith section 124 provides for cooperative 
or joint effort between or among States or agencies, public or 
private, in more than 1 State, portions of funds allotted to 1 or 
more States described in this subsection may be combined in accord­
ance vvith the agreements between the States or agencies involved. 

(e) REALLOTMENTS.-
fl) IN GENERAL.-If the Secretary determines that an 

amount of an allotment to a State for a period (of a fiscal 
year or longer) will not be required by the State dming the 
period for the purpose for which the allotment was made, 
the Secretary may reallot the amount. 

(2) TIMING.-The Secretary may make such a reallotment 
from time to time, on such date as the Secretary may fix, 
but not earlier than 30 days after the Secretary has published 
notice of the intention of the Secretary to make the reallotment 
in the Federal Register. 

(3) &"\IOUNTS.-The Secretary shall reallot the amount to 
other States with respect to which the Secretary has not made 
that determination. The Secretary shall reallot the amount 
in proportion to the original allotments of the other States 
for such fiscal year, but shall reduce such proportionate amount 
for any of the other States to the extent the proportionate 
amount exceeds the sum that the Secretary estin1ates the State 
needs and will be able to use during such period. 
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(4) REALLOTMENT OF REDUCTIONS.-The Secretary shall 
similarly reallot the total of the reductions among the. States 
whose proportionate amounts were not so reduced. 

(5) TREATMENT.-Any amount reallotted to a State under 
this subsection for a fiscal year shall be deemed to be a part 
of the allotment of the State under subsection (a) for such 
fiscal year. 

SEC. 123. PAYMENTS TO THE STATES FOR PLANNING, ADMINISTRA· 
TION, AND SERVICES. 

(a) STATE PLAN EXPENDITURES.-From each State's allotments 
for a fiscal year under section 122, the Secretary shall pay to 
the State the Federal share of the cost, other than the cost for 
construction, incurred during such year for activities carried out 
under the State plan approved under section 124. The Secretary 
shall make such payments from time to time in advance on the 
basis of estimates by the Secretary of the sums the State will 
expend for the cost under the State plan. The Secretary shall 
make such adjustments as may be necessary to the payments 
on account of previously made underpayments or overpayments 
under this section, 

(b) DESIGNATED STATE AGENCY EXPENDITURES.-The Secretary 
may make payments to a State for the portion described in section 
124(c)(5)(B)(vi) in advance or by way of reimbursement, and in 
such installments as the Secretary may determine. 
SEC.124. STATE PLAN. 

(a) IN GENERAL-Any State desiring to receive assistance under 
this subtitle shall submit to the Secretary, and obtain approval 
of, a 5-year strategic State plan under this section. 

(b) PLANNING CvCLE.-The plan described in subsection (al 
shall be updated as appropriate during the 5-year period. 

(c) STATE PLAi'I REQUIREMENTS.-ln order to be approved by 
the Secretary under this section, a State plan shall meet each 
of the following requirements: 

(1) STATE COUNCIL.-The plan shall provide for the 
establishment and maintenance of a Council in accordance 
with section 125 and describe the membership of such Council. 

(2) DESIGNATED STATE AGENCY.-The plan shall identify 
the agency or office within the State designated to support 
the Council in accordance with this section and section 125(d) 
(referred to in this subtitle as a "designated State agency"). 

(3) COMPREHENSIVE REVIEW AND ANALYSIS.-The plan shall 
describe the results of a comprehensive review and analysis 
of the extent to which services, supports, and other assistance 
are available to individuals with developmental disabilities and 
their families, and the extent of unmet needs for services, 
supports, and other assistance for those individuals and their 
families, in the State. The results of the comprehensive review 
and analysis shall include-

(A) a description of the services, supports, and other 
assistance being provided to individuals with develop­
mental disabilities and their families under other federallv 
assisted State prO?,'Tams, plans, and policies under which 
the State operates and in which individuals with develop­
mental disabilities are or may be eligible to participate, 
including particularly programs relating to the areas of 
emphasis, including-
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(i) medical assistance, maternal and child health 
care, services for children with special health care 
needs, children's mental health services, comprehen­
sive health and mental health services, and institu­
tional care options; 

(ii) job trainingi job placement, worksite accommo­
dation, and vocational rehabilitation, and other work 
assistance programs; and 

(iii) social, child welfare, aging, independent living, 
and rehabilitation and assistive technology services, 
and such other services as the Secretary may specify; 
(Bl a description of the extent to which agencies oper-

ating such other federally assisted State programs, 
including activities authorized under section 101 or 102 
of the Assistive Technology Act of 1998 (29 U.S.C. 3011, 
3012), pursue interagency initiatives to improve and 
enhance community services, individualized supports, and 
other forms of assistance for individuals with develop­
mental disabilities; 

(C) an analysis of the extent to which community serv· 
ices and opportunities related to the areas of emphasis 
directly benefit individuals with developmental disabilities, 
especially with regard to their ability to access and use 
services provided in their communities, to participate in 
opportunities, activities, and events offered in their commu­
nities, and to contribute to community life, identifying 
particularly-

(i) the degree of support for individuals with 
developmental disabilities that are attributable to 
either physical impairment, mental impairment, or a 
combination of physical and mental impairments; 

(ii) criteria for eligibility for services, including 
specialized services and special adaptation of generic 
services provided by agencies within the State, that 
rnay exclude individuals with developmental disabil­
ities from receiving services described in this clause; 

(iii) the barriers that impede full participation of 
members of unserved and underserved groups of 
individuals with developmental disabilities and their 
families; 

(ivl the availability of assistive technology, 
assistive technology services, or rehabilitation tech­
nology, or information about assistive technology, 
assistive technology services, or rehabilitation tech­
nology to individuals with developmental disabilities; 

(v) the numbers of individuals with developmental 
disabilities on waiting lists for services described in 
this subparagraph; 

(vi) a description of the adequacy of current 
resources and projected availability of fUture resources 
to fund services described in this subparagraph; 

(vii) a description of the adequacy of health care 
and other services, supports, and assistance that 
individuals with developmental disabilities who are 
in facilities receive (based in part on each independent 
review (pursuant to section 1902(al(30i(C) of the Social 
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Security Act (42 U.S.C. 1396a(a)(30)(C)J) of an Inter­
mediate Care Facility (Mental Retardation) within the 
State, which the State shall provide to the Council 
not later than 30 days after the availability of the 
review); and 

(viii) to the extent that information is available, 
a descliption of the adequacy of health care and other 
services, supports, and assistance that individuals with 
developmental disabilities who are served through 
home and community-based waivers (authorized under 
section 1915(c) of the Social Security Act (42 U.S.C. 
1396n(c)I) receive; 
(D) a description of how entities funded under subtitles 

C and D, through interagency agreements or other mecha­
nisms, collaborated with the entity funded under this sub­
title in the State, each other, and other entities to con­
tribute to the achievement of the purpose of this subtitle; 
and 

(El the rationale for the goals related to advocacy, 
capacity building, and systemic change to be undertaken 
by the Council to contribute to the achievement of the 
purpose of this subtitle. 
(4) PLAN GOALS.-The plan shall focus on Council efforts 

to bring about the purpose of this subtitle, by-
( A) specifying 5-year goals, as developed through data 

driven strategic planning, for advocacy, capacity building, 
and systemic change related to the areas of emphasis, 
to be undertaken by the Council, that-

(i) are derived from the unmet needs of individuals 
with developmental disabilities and their families 
identified under paragraph (3J; and 

(ii) include a goal, for each year of the grant, 
to-

(!) establish or strengthen a program for the 
direct funding of a State self-advocacy organization 
led by individuals with developmental disabilities; 

(I!) support opportunities for individuals with 
developmental disabilities who are considered 
leaders to provide leadership training to individ~ 
uals with developmental disabilities who may 
become leaders: and 

(IIIJ support and expand participation of 
individuals with developmental disabilities in 
cross-disability and culturally diverse leadership 
coalitions; and 

(Bi for each year of the grant, describing-
(i l the goals to be achieved through the grant, 

which, beginning in fiscal year 2002, shall be consistent 
with applicable indicators of progress described in sec­
tion 104(a)(3); 

(iiJ the strategies to be used in achieving each 
goal; and 

(iii) the method to be used to determine if each 
goal bas been achieved. 

15) AsSURANCES.-
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(A) IN GENERAL.-The plan shall contain or be sup­
ported by assurances and information described in subpara­
graphs (Bl through (N) that are satisfactory to the Sec­
retary. 

(B) USE OF FUNDS.-With respect to the funds paid 
to the State under section 122, the plan shall provide 
assurances that-

(i) not less than 70 percent of such funds will 
be expended for activities related to the goals described 
in paragraph (4); 

(ii) such funds will contribute to the achievement 
of the purpose of this subtitle in various political sub­
divisions of the State; 

(iii) such funds will be used to supplement, and 
not supplant, the non-Federal funds that would other­
wise be made available for the purposes for which 
the funds paid under section 122 are provided; 

(iv) such funds will be used to complement and 
augment rather than duplicate or replace services for 
individuals with developmental disabilities and their 
families who are eligible for Federal assistance under 
other State programs; 

(v) part of such funds will be made available by 
the State to public or private entities; 

(vi) at the request of any State, a portion of such 
funds provided to such State under this subtitle for 
any fiscal year shall be available to pay up to 1/2 

(or the entire amount if the Council is the designated 
State agency) of the expenditures found to be necessary 
by the Secretary for the proper and efficient exercise 
of the functions of the designated State agency, except 
that not more than 5 percent of such funds provided 
to such State for any fiscal year, or $50,000, whichever 
is less, shall be made available for total expenditures 
for such purpose by the designated State agency; and 

(vii) not more than 20 percent of such funds will 
be allocated to the designated State agency for service 
demonstrations by such agency that-

(1) contribute to the achievement of the pur­
pose of this subtitle; and 

(!I) are explicitly authorized by the Council. 
(C) STATE FINANCIAL PARTIC!PATION.-The plan shall 

provide assurances that there will be reasonable State 
financial partici pa ti on in the cost of carrying out the plan. 

(Dl CONFLICT OF INTEREST.-The plan shall provide 
an assurance that no member of such Council will cast 
a vote on any matter that would provide direct financial 
benefit to the member or otherwise give the appearance 
of a conflict of interest. 

(El URBAN AND RURAL POVERTY AREAS.-The plan shall 
pro\ride assurances that special financial and technical 
assistance will be given to organizations that provide 
community services, individualized supports, and other 
forms of assistance to individuals with developn1enta1 
disabilities \Vho live in areas designated as urban or rural 
poverty areas. 
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(F) PROGRAM ACCESSIBILITY STANDARDS.-The plan 
shall provide assurances that programs, projects, and 
activities funded under the plan, and the buildings in which 
such programs, projects, and activities are operated, will 
meet standards prescribed by the Secretary in regulations 
and all applicable Federal and State accessibility stand­
ards, including accessibility requirements of the Americans 
with Disabilities Act of 1990 (42 U.S.C. 12101 et seq.), 
section 508 of the Rehabilitation Act of 1973 (29 U.S.C. 
794d), and the Fair Housing Act (42 U.S.C. 3601 et seq.). 

(G) INDIVIDUALIZED SERVICES.-The plan shall provide 
assurances that any direct services provided to individuals 
with developmental disabilities and funded under the plan 
will be provided in an indi"idualized manner, consistent 
with the unique strengths, resources, priorities, concerns, 
abilities, and capabilities of such individual. 

(H) HUMAN RIGHTS.-The plan shall provide assurances 
that the human rights of the individuals with develop­
mental disabilities (especially individuals without familial 
protection) who are receiving services under programs 
assisted under this subtitle will be protected consistent 
with section 109 (relating to rights of individuals with 
developmental disabilities). 

(1) MINORITY PARTICIPATION.-The plan shall provide 
assurances that the State has taken affirmative steps to 
assure that participation in programs funded under this 
subtitle is geographically representative of the State, and 
reflects the diversity of the State with respect to race 
and ethnicity. 

(J) EMPLOYEE PROTECTIONS.-The plan shall provide 
assurances that fair and equitable arrangements (as deter­
mined by the Secretary after consultation with the Sec­
retary of Labor) will be provided to protect the interests 
of employees affected by actions taken under the plan 
to provide community living activities, including arrange­
ments designed to preserve employee rights and benefits 
and provide training and retraining of such employees 
where necessary, and arrangements under which maximum 
efforts will be made to guarantee the employment of such 
employees. 

(KJ STAFF ASSIGNMENTS.-The plan shall provide assur­
ances that the staff and other personnel of the Council, 
while working for the Council, will be responsible solely 
for assisting the Council in carrying out the duties of 
the Council under this subtitle and will not be assigned 
duties by the designated State agency, or any other agency, 
office, or entity of the State. 

(L) NONINTERFERENCE.-The plan shall provide assur­
ances that the designated State agency, and any other 
agency, office, or entity of the State, will not interfere 
with the advocacy, capacity building, and systemic change 
activities, budget, personnel, State plan development, or 
plan implementation of the Council, except that the des­
ignated State agency shall have the authority necessary 
to carry out the responsibilities described in section 
125(d)(3). 



PUBLIC LAW 106-402-0CT. 30, 2000 114 STAT. 1701 

(M) STATE QUALITY ASS\JRANCE.-The plan shall pro­
vide assurances that the Council will participate in the 
planning, design or redesign, and monitoring of State 
quality assurance systems that affect individuals with 
developmental disabilities. 

(NJ OTHER ASSURANCES.-The plan shall contain such 
additional information and assurances as the Secretary 
may find necessary to carry out the provisions (including 
the purpose) of this subtitle. 

(d) PUBLIC INPUT AND REVIEW, SUBMISSION, AND APPROVAL.-
(1) PUBLIC INPUT AND REVIEW.-The plan shall be based 

on public input. The Council shall make the plan available 
for public review and comment, after providing appropriate 
and sufficient notice in accessible formats of the opportunity 
for such review and comment. The Council shall revise the 
plan to take into account and respond to significant comments. 

(2) CONSULTATION WITH THE DESIGNATED STATE AGENCY.­
Before the plan is submitted to the Secretary, the Council 
shall consult with the designated State agency to ensure that 
the State plan is consistent with State law and to obtain 
appropriate State plan assurances. 

(3) PLAN APPROVAL.-The Secretary shall approve any State 
plan and, as appropriate, amendments of such plan that comply 
with the provisions of subsections (a), (b), and (c) and this 
subsection. The Secretary may take final action to disapprove 
a State plan after providing reasonable notice and an oppor­
tunity for a hearing to the State. 

SEC. 125. STATE COUNCILS ON DEVELOPMENTAL DISABILITIES AND 42 use 15025. 
DESIGNATED STATE AGENCIES. 

(a) IN GENERAL.-Each State that receives assistance under 
this subtitle shall establish and maintain a Council to undertake 
advocacy, capacity building, and systemic change activities (con­
sistent with subsections (b) and (cl of section 101) that contribute 
to a coordinated, consumer- and family-centered, consumer- and 
family-directed, comprehensive system of con1munity services, 
individualized supports, and other forms of assistance that con­
tribute to the achievement of the purpose of this subtitle. The 
Council shall have the authority to fulfill the responsibilities 
described in subsection (c). 

(b) COUNCIL MEMBERSHIP.-
(!) COUNCIL APPOINTMENTS.-

(A) !N GENERAL.-The members of the Council of a 
State shall be appointed by the Governor of the State 
from among the residents of that State. 

(B) RECOMMENDATIONS.-The Governor shall select 
members of the Council, at the discretion of the Governor. 
after soliciting recommendations from organizations rep~ 
resenting a broad range of individuals with developmental 
disabilities and individuals interested in individuals \Vith 
developmental disabilities, including the non-State agency 
members of the Council. The Council may, at the initiative 
of the Council, or on the request of the Governor, coordinate 
Council and public input to the Governor regarding all 
recommendations. 

(Cl REPRESENTATION.-The membership of the Council 
shall be geographically representative of the State and 
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reflect the diversity of the State with respect to race and 
ethnicity. 
(2) MEMBERSHIP ROTATION.-The Governor shall make 

appropriate provisions to rotate the membership of the CounciL 
Such provisions shall allow members to continue to serve on 
the Council until such members' successors are appointed. The 
Council shall notify the Governor regarding membership 
requirements of the Council, and shall notify the Governor 
when vacancies on the Council remain unfilled for a significant 
period of time, 

(3) REPRESENTATION OF INDIVIDUALS WITH DEVELOPMENTAL 
DISABILITIES.-Not less than 60 percent of the membership 
of each Council shall consist of individuals who are-

(Al(i) individuals with developmental disabilities; 
(ii) parents or guardians of children with develop­

mental disabilities; or 
(iii) immediate relatives or guardians of adults with 

mentally impairing developmental disabilities who cannot 
advocate for themselves; and 

(B) not employees of a State agency that receives funds 
or provides services under this subtitle, and who are not 
managing employees (as defined in section 1126(bl of the 
Social Security Act (42 U.S.C. 1320a-5(b)) of any other 
entity that receives funds or provides services under this 
subtitle. 
(4) REPRESENTATION OF AGENCIES AND ORGANIZATIONS.­

(A) IN GENERAL-Each Council shall include-
(i) representatives of relevant State entities, 

including-
(I) State entities that administer funds pro­

vided under Federal laws related to individuals 
with disabilities, including the Rehabilitation Act 
of 1973 (29 U.S.C. 701 et seq,), the Individuals 
with Disabilities Education Act (20 U.S.C. 1400 
et seq.), the Older Americans Act of 1965 (42 
U.S.C. 3001 et seqJ, and titles V and XIX of the 
Social Security Act (42 U.S.C. 701 et seq, and 
1396 et seq.I; 

Cl!) Centers in the State; and 
(!Ill the State protection and advocacy system; 

and 
(ii) representatives, at all times, of local and non­

governmental agencies, and private nonprofit groups 
concerned with services for individuals with develop­
mental disabilities in the State in which such agencies 
and groups are located. 
(Bl AUTHORITY AND LIMITATIONS.-The representatives 

described in subparagraph (A) shall-
(i) have sufficient authority to engage in policy 

planning and implementation on behalf of the depart­
ment, agency, or program such representatives rep­
resent; and 

(ii) recuse themselves from any discussion of 
grants or contracts for \vhich such representatives' 
departments, agencies, or progran1s are grantees, con­
tractors, or applicants and comply with the conflict 
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of interest assurance requirement under section 
124(c)(5)(Dl. 

(5) COMPOSITION OF MEMBERSHIP WITH DEVELOPMENTAL 
D!SABILITIES.-Ofthe members of the Council described in para­
graph (3)-

(A) 11'.3 shall be individuals with developmental disabil­
ities described in paragraph (3)(A)(il; 

(Bi 1/3 shall be parents or guardians of children with 
developmental disabilities described in paragraph (3)(A)(ii), 
or immediate relatives or guardians of adults with develop­
mental disabilities described in paragraph (3)(A)(iii); and 

(Cl v, shall be a combination of individuals described 
in paragraph (3)(A). 
(6) INSTITUTIONALIZED INDIVIDUALS.-

U\.) IN GENERAL.-Of the members of the Council 
descrihed in paragraph (5), at least 1 shall be an immediate 
relative or guardian of an individual with a developmental 
disability who resides or previously resided in an institution 
or shall be an individual with a developmental disability 
\Vho resides or previously resided in an institution. 

(B) LIMITATION.-Subparagraph (A) shall not apply 
with respect to a State if such an individual does not 
reside in that State. 

(c) COUNCIL RESPONSIBIL!TIES.-
(1) IN GENERAL.-A Council, through Council members, 

staff, consultants, contractors, or subgrantees, shall have the 
responsibilities described in paragraphs (2) through (10). 

(2) ADVOCACY, CAPACITY BUILDING, AND SYSTEMIC CHANGE 
ACTIVIT!Es.-The Council shall serve as an advocate for individ­
uals with developmental disabilities and conduct or support 
programs, projects, and activities that carry out the purpose 
of this subtitle. 

(3) Ex.AMINATION OF GOALS.-At the end of each grant 
year, each Council shall-

(A) determine the extent to which each goal of the 
Council was achieved for that year; 

(Bi determine to the extent that each goal was not 
achieved, the factors that impeded the achievement; 

(CJ determine needs that require amendment of the 
5-year strategic State plan required under section 124; 

(Dl separately determine the information on the se]f­
advocacy goal described in section 124(cl(4)(i\)(iiJ; and 

(E) determine customer satisfaction with Council sup­
ported or conducted activities. 
(4) STATE PLAN DEVELOPMENT.-The Council shall develop 

the State plan and submit the State plan to the Secretary 
after consultation with the designated State agency under the 
State plan. Such consultation shall be solely for the purposes 
of obtaining State assurances and ensuring consistency of the 
plan with State law. 

(5) STATE PLAN 11'1PLEA!ENTATION.-
(A) IN GENERAL-The Council shall implement the 

State plan by conducting and supporting advocacy, capacity 
building, and systemic change activities such as those 
described in subparagraphs (B) through (Ll. 
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(B) OUTREACH.-The Council may support and conduct 
outreach activities to identify individuals with develop­
mental disabilities and their families who otherwise might 
not come to the attention of the Council and assist and 
enable the individuals and families to obtain services, 
individualized supports) and other forms of assistance, 
including access to special adaptation of generic community 
services or specialized services. 

(C) TRAINING.-The Council may support and conduct 
training for persons who are individuals with develop­
mental disabilities, their families, and personnel (including 
professionals, paraprofessionals, students, volunteers, and 
other community members) to enable such persons to 
obtain access to, or to provide, community services, individ­
ualized supports, and other forms of assistance, including 
special adaptation of generic community services or special­
ized services for individuals with developmental disabilities 
and their families. To the extent that the Council supports 
or conducts training activities under this subparagraph, 
such activities shall contribute to the achievement of the 
purpose of this subtitle. 

(D) TECHNICAL ASSISTANCE.-The Council may support 
and conduct technical assistance activities to assist public 
and private entities to contribute to the achievement of 
the purpose of this subtitle. 

(E) SUPPORTING AND EDUCATING COMMUNITIES.-The 
Council may support and conduct activities to assist 
neighborhoods and communities to respond positively to 
individuals with developmental disabilities and their 
families-

(i) by encouraging local networks to provide 
informal and formal supports; 

(ii) through education; and 
(iii) by enabling neighborhoods and communities 

to offer such individuals and their families access to 
and use of services, resources, and opportunities. 
(F) lNTERAGENCY COLLABORATION AND COORDINA­

TION.-The Council may support and conduct activities to 
promote interagency collaboration and coordination to 
better serve, support, assist, or advocate for individuals 
with developmental disabilities and their families. 

<G) COORDINATION WITH RELATED COUNCILS, COMMIT­
TEES, AND PROGRAMS.-The Council may support and con­
duct activities to enhance coordination of services with-

(i) other councils, entities, or comn1ittees, author­
ized by Federal or State law, concerning individuals 
with disabilities (such as the State interagency coordi­
nating council established under subtitle C of the 
Individuals with Disabilities Education Act (20 U.S.C. 
1431 et seq.I, the State Rehabilitation Council and 
the Statewide Independent Living Council established 
under the Rehabilitation Act of 1973 (29 U.S.C. 701 
et seq.), the State mental health planning council 
established under subtitle B of title XIX of the Public 
Health Service Act (42 U.S.C. 300x-l et seq.), and 
the activities authorized under section 101 or 102 of 
the Assistive Technology Act of 1998 (29 U.S.C. 3011, 
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3012), and entities carrying out other similar councils, 
entities, or committees): 

(ii) parent training- and information centers under 
part D of the Individuals with Disabilities Education 
Act (20 U.S.C. 1451 et seq.) and other entities carrying 
out federally funded projects that assist parents of 
children with disabilities; and 

(iii) other groups interested in advocacy, capacity 
building, and systemic change activities to benefit 
individuals with disabilities. 
(H) BARRIER ELIMINATION, SYSTEMS DESIGN AND 

REDESIGN.-The Council may support and conduct activities 
to eliminate barriers to access and use of community serv­
ices by individuals with developmental disabilities, enhance 
systems design and redesign, and enhance citizen participa­
tion to address issues identified in the State plan. 

(I) COALITION DEVELOPMENT AND CITIZEN PARTICIPA­
TION .-The Council may support and conduct activities to 
educate the public about the capabilities, preferences, and 
needs of individuals with developmental disabilities and 
their families and to develop and support coalitions that 
support the policy agenda of the Council, including training 
in self-advocacy, education of policymakers, and citizen 
leadership skills. 

(J) INFORMING POLICYMAKERS.-The Council may sup­
port and conduct activities to provide information to policy­
makers by supporting and conducting studies and analyses, 
gathering information, and developing and disseminating 
model policies and procedures, information, approaches, 
strategies, findings, conclusions, and recommendations. The 
Council may provide the information directly to Federal, 
State, and local policymakers, including Congress, the Fed­
eral executive branch, the Governors, State legislatures, 
and State agencies, in order to increase the ability of such 
policymakers to offer opportunities and to enhance or adapt 
generic senrices to meet the needs of, or provide specialized 
services to, individuals with developmental disabilities and 
their families. 

(Kl DEMONSTRATION OF NEW APPROACHES TO SERVICES 
AND SUPPORTS.-

(i) IN GENERAL.-The Council may support and 
conduct, on a time-limited basis, activities to dem­
onstrate new approaches to serving individuals with 
developmental disabilities that are a part of an overall 
strategy for systemic change. The strategy may involve 
the education of policymakers and the public about 
how to deliver effectively, to individuals with develop­
mental disabilities and their families, services, sup­
ports, and assistance that contribute to the achieve­
ment of the purpose of this subtitle. 

(iii S01JRCES OF FUNDING.-The Council may carry 
out this subparagraph by supporting and conducting 
demonstration activities through sources of funding 
other than funding provided under this subtitle, and 
by assisting entities conducting demonstration activi­
ties to develop strategies for securing funding from 
other sources. 
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(L) OTHER ACTIVITIES.-The Council may support and 
conduct other advocacy, capacity building, and systemic 
change activities to promote the development of a coordi­
nated, consumer- and familv-centered, consumer- and 
family-directed, comprehensive system of community serv­
icesi individualized supports, and other forms of assistance 
that contribute to the achievement of the purpose of this 
subtitle. 
(6) REVIEW OF DESIGNATED STATE AGENCY.-The Council 

shall periodically review the designated State agency and activi­
ties carried out under this subtitle by the designated State 
agency and make any recommendations for change to the Gov­
ernor. 

(7) REPORTS.-Beginning in fiscal year 2002, the Council 
shall annually prepare and transmit to the Secretary a report. 
Each report shall be in a form prescribed by the Secretary 
by regulation under section 104(b). Each report shall contain 
information about the progress made by the Council in 
achieving the goals of the Council (as specified in section 
124(c)(4)), including-

(Al a description of the extent to which the goals were 
achieved; 

(B) a description of the strategies that contributed 
to achieving the goals; 

(C) to the extent to which the goals were not achieved, 
a description of factors that impeded the achievement; 

(D) separate information on the self-advocacy goal 
described in section 124(c)(4)(A)(ii); 

(E)(i) as appropriate, an update on the results of the 
comprehensive revie\v and analysis described in section 
124(c)(3); and 

{ii) information on consumer satisfaction with Council 
supported or conducted activities; 

(F)(i) a description of the adequacy of health care and 
other services, supports, and assistance that individuals 
with developmental disabilities in Intermediate Care Facili­
ties (Mental Retardation) receive; and 

(iil a description of the adequacy of health care and 
other services, supports, and assistance that individuals 
with developmental disabilities served through home and 
community-based waivers (authorized under section 1915(c) 
of the Social Security Act (42 U.S.C. 1396n(c)) receive; 

(G) an accounting of the manner in which funds paid 
to the State under this subtitle for a fiscal year were 
expended; 

(H) a description of-
(i) resources made available to carry out activities 

to assist individuals with developmental disabilities 
that are directly attributable to Council actions; and 

(ii) resources made available fOr such activities 
that are undertaken bv the Council in collaboration 
\Vi th other entities; and -
(!J a description of the method by which the Council 

will widely disseminate the annual report to affected 
constituencies and the general public and \Vill assure that 
the report is available in accessible formats. 
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(8) BIIDGET.-Each Council shall prepare, approve, and 
implement a budget using amounts paid to the State under 
this subtitle to fund and implement all programs, projects, 
and activities carried out under this subtitle, including-

(A)(i) conducting such hearings and forums as the 
Council may determine to be necessary to carry out the 
duties of the Council; and 

(ii) as determined in Council policy-
(!) reimbursing members of the Council for reason­

able and necessary expenses (including expenses for 
child care and personal assistance services) for 
attending Council meetings and performing Council 
duties· 

(JI) paying a stipend to a member of the Council, 
if such member is not employed or must forfeit wages 
from other employment, to attend Council meetings 
and perform other Council duties; 

(III) supporting Council member and staff travel 
to authorized training and technical assistance activi­
ties including in-service training and leadership 
development activities; and 

(IV) carrying out appropriate subcontracting activi­
ties; 
(BJ hiring and maintaining such numbers and types 

of staff (qualified by training and experience) and obtaining 
the services of such professional, consulting, technical, and 
clerical staff (qualified by training and experience), con­
sistent with State law, as the Council determines to be 
necessary to carry out the functions of the Council under 
this subtitle, except that such State shall not apply hiring 
freezes, reductions in force, prohibitions on travel, or other 
policies to the staff of the Council, to the extent that 
such policies would impact the staff or functions funded 
with Federal funds, or would prevent the Council from 
carrying out the functions of the Council under this sub­
title; and 

(Cl directing the expenditure of funds for grants, con­
tracts, interagency agreements that are binding contracts, 
and other activities authorized by the State plan approved 
under section 124. 
(9) STAFF HIRING ~'ID SUPERVIS!ON.-The Council shall, 

consistent \Vith State law, recruit and hire a Director of the 
Council. should the position of Director become vacant, and 
supervise and annually evaluate the Director. The Director 
shall hire, supervise, and annually evaluate the staff of the 
Council. Council recruitment, hiring, and dismissal of staff 
shail be conducted in a manner consistent with Federal and 
State nondiscrimination laws. Dismissal of personnel shall be 
conducted in a manner consistent with State law and personnel 
policies. 

( lOJ STAFF ASSIGNMENTS.-The staff of the Council, while 
working for the Council, shall be responsible solely {Or assisting 
the Council in carrying out the duties of the Council under 
this subtitle and shall not be assigned duties by the designated 
State agency or any other agency or entity of the State. 

( 11) CONSTRUCTION. -Nothing in this title shall be con­
strued to authorize a Council to direct, control, or exercise 
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any policymaking authority or administrative authority over 
any program assisted under the Rehabilitation Act of 1973 
(29 U.S.C. 701 et seq.) or the Individuals with Disabilities 
Education Act (20 U.S.C. 1400 et seq.). 
(d) DESIGNATED STATE AGENCY.-

(1) IN GENERAL.-Each State that receives assistance under 
this subtitle shall designate a State agency that shall, on behalf 
of the State, pro,ide support to the Council. After the date 
of enactment of the Developmental Disabilities Assistance and 
Bill of Rights Act Amendments of 1994 (Public Law 103-230), 
any designation of a State agency under this paragraph shall 
be made in accordance \-Vith the requirements of this subsection. 

(2) DESIGNNl'ION.-
(A) TYPE OF AGENCY.-Except as provided in this sub­

section, the designated State agency shall be-
( i) the Council if such Council may be the des­

ignated State agency under the laws of the State; 
(ii) a State agency that does not provide or pay 

for services for individuals with developmental disabil­
ities; or 

(iii) a State office, including the immediate office 
of the Governor of the State or a State planning office. 
(BI CONDITIONS FOR CONTINUATION OF STATE SERVICE 

AGENCY DESIGNATION.-
(i) DESIGNATION BEFORE ENACTMENT.-lf a State 

agency that provides or pays for services for individuals 
with developmental disabilities was a designated State 
agency for purposes of part B of the Developmental 
Disabilities Assistance and Bill of Rights Act on the 
date of enactment of the Developmental Disabilities 
Assistance and Bill of Rights Act Amendments of 1994, 
and the Governor of the State (or the legislature, where 
appropriate and in accordance with State law J deter­
mines prior to June 30, 1994, not to change the des­
ignation of such agency, such agency may continue 
to be a designated State agency for purposes of this 
subtitle. 

(ii) CRITERIA FOR CONTINUED DESIGNATION.-The 
deter1nination, at the discretion of the Governor (or 
the legislature, as the case may be), shall be made 
after-

( I) the Governor has considered the comments 
and recommendations of the general public and 
a majority of the non-State agency members of 
the Council with respect to the designation of such 
State agency; and 

(II) the Governor (or the legislature, as the 
case may be) has made an independent assessment 
that the designation of such agency will not inter­
fere with the budget, personnel, priorities, or other 
action of the Council, and the ability of the Council 
to serve as an independent advocate for individuals 
with developmental disabilities. 

(C) REVIEW OF DESIGNATION.-The Council may request 
a review of and change in the designation of the designated 
State agency by the Governor (or the legislature, as the 
case may bel. The Council shall provide documentation 
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concerning the reason the Council desires a change to 
be made and make a recommendation to the Governor 
(or the legislature, as the case may be) regarding a pre­
ferred designated State agency. 

(D) APPEAL OF DESIGNATION.-After the review is com­
pleted under subparagraph (C), a majority of the non­
State agency members of the Council may appeal to the 
Secretary for a review of and change in the designation 
of the designated State agency if the ability of the Council 
to serve as an independent advocate is not assured because 
of the actions or inactions of the designated State agency. 
(3) RESPONSIBILITIES.-

(A) IN GENERAL.-The designated State agency shall, 
on behalf of the State, have the responsibilities described 
in subparagraphs (B) through (G). 

(B) SUPPORT SERVICES.-The designated State agency 
shaB provide required assurances and support services as 
requested by and negotiated with the Council. 

(CJ FISCAL RESPONSIBILITIES.-The designated State 
agency shall-

< i) receive, account for, and disburse funds under 
this subtitle based on the State plan required in section 
124; and 

(ii) provide for such fiscal control and fund 
accounting procedures as may be necessary to assure 
the proper disbursement of, and accounting fOr, funds 
paid to the State under this subtitle. 
(D) RECORDS, ACCESS, fu'iD FIN&'iCIAL REPORTS.-The 

designated State agency shall keep and provide access to 
such records as the Secretary and the Council may deter­
mine to be necessary. The designated State agency, if other 
than the Council, shall provide timely financial reports 
at the request of the Council regarding the status of 
expenditures, obligations, and liquidation by the agency 
or the Council, and the use of the Federal and non-Federal 
shares described in section 126, by the agency or the 
Council. 

(El NON-FEDERAL SIIARE.-The designated State 
agency, if other than the Council, shall provide the required 
non-Federal share described in section 126(c). 

(Fl ASSURANCES.-The designated State agency shall 
assist the Council in obtaining the appropriate State plan 
assurances and in ensuring that the plan is consistent 
with State law. 

tG) MEMORANDUM OF lTNDERSTANDING.-On the 
request of the Council, the designated State agency shall 
enter into a memorandum of understanding with the 
Council delineating the roles and responsibilities of the 
designated State agency. 
(4) USE OF FUNDS FOR DESIGNATED STATE AGENCY RESPON· 

SIBILJTIES.-
(A) CONDITION FOR FEDERAL FUNDING.-

(i) IN GENERAL.---The Secretary shall provide 
amounts to a State under section 124(cl(5)(Bl(vil for 
a fiscal year only if the State expends an amount 
from State sources for carrying out the responsibilities 
of the designated State agency under paragraph (3) 
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42 USC 15026_ 

for the fiscal year that is not less than the total amount 
the State expended from such sources for carrying 
out similar responsibilities for the previous fiscal year. 

(ii) EXCEPTION.-Clause (i) shall not apply in a 
year in which the Council is the designated State 
agency. 
(B) SUPPORT SERVICES PROVIDED BY OTHER AGENCIES.­

With the agreement of the designated State agency, the 
Council may use or contract with agencies other than the 
designated State agency to perform the functions of the 
designated State agency. 

SEC. 126. FEDERAL AND NON-FEDERAL SHARE. 

(a) AGGREGATE CosT.-
(lJ IN GENERAL-Except as provided in raragraphs 12) 

and (3), the Federal share of the cost of al projects in a 
State supported by an allotment to the State under this subtitle 
may not be more than 75 percent of the aggregate necessary 
cost of such projects, as determined by the Secretary. 

(2) URBAN OR RURAL POVERTY AREAS.-In the case of 
projects whose activities or products target individuals with 
developmental disabilities who live in urban or rural poverty 
areas, as determined by the Secretary, the Federal share of 
the cost of all such projects may not be more than 90 percent 
of the aggregate necessary cost of such projects, as determined 
by the Secretary. 

(3) STATE PLAN ACTIVITIES.-In the case of projects under­
taken by the Council or Council staff to implement State plan 
activities, the Federal share of the cost of all such projects 
may be not more than 100 percent of the aggregate necessary 
cost of such activities. 
(bl NoNDUPLICATION.-In determining the amount of any 

State's Federal share of the cost of such projects incurred by such 
State under a State plan approved under section 124, the Secretary 
shall not consider-

( 1) any portion of such cost that is financed by Federal 
funds provided under any provision of law other than section 
122:and 

· (2) the amount of any non-Federal funds required to be 
expended as a condition of receipt of the Federal funds described 
in paragraph (1). 
(c) NON-FEDERAL SHARE.-

(1) IN-KIND CONTR!BUTJONS.-Tbe non-Federal share of the 
cost of any project supported by an allotment under this subtitle 
may be provided in cash or in kind, fairly evaluated, including 
plant, equipment, or services. 

(2) CONTRIBUTIONS OF POLITICAL SUBDIVISIONS AND PUBLIC 
OR PRIVATE ENTITIES. -

(A) IN GENERAL-Contributions to projects by a polit­
ical subdivision of a State or by a public or private entity 
under an agreement with the State shall, subject to such 
limitations and conditions as the Secretary may by regula­
tion prescribe under section 104(b), be considered to be 
contributions by such State, in the case of a project sup­
ported under this subtitle. 

(B) STATE CONTRIBUTIONS.-State contributions, 
including contributions by the designated State agency to 
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provide support services to the Council pursuant to section 
125(d)( 4), may be counted as part of such State's non­
Federal share of the cost of projects supported under this 
subtitle. 
(3) VARIATIONS OF THE NON-FEDERAL SHARE.-The non­

Federal share required of each recipient of a grant from a 
Council under this subtitle may vary. 

SEC. 127.WITHHOLDING OF PAYMENTS FOR PLANNING, ADMINISTRA- 42 USC 15027. 
TION, AND SERVICES. 

Whenever the Secretary, after providing reasonable notice and 
an opportunity for a hearing to the Council and the designated 
State agency, finds that-

(1) the Council or agency has failed to comply substantially 
with any of the provisions required by section 124 to be included 
in the State plan, particularly provisions required by para­
graphs (4)(A) and (5)(B)(vii) of section 124(c), or with any of 
the provisions required by section 125(bl(3l; or 

(2) the Council or agency has failed to comply substantially 
with any regulations of the Secretary that are applicable to 
this subtitle, 

the Secretary shall notify such Council and agency that the Sec­
retary will not make further payments to the State under section 
122 (or, in the discretion of the Secretary, that further payments 
to the State under section 122 for activities for which there is 
such failure), until the Secretary is satisfied that there will no 
longer be such failure. Until the Secretary is so satisfied, the 
Secretary shall make no further payments to the State under section 
122, or shall limit further payments under section 122 to such 
State to activities for which there is no such failure. 

SEC. 128. APPEALS BY STATES. 

(al APPEAL-If any State is dissatisfied with the Secretary's 
action under section 124(d)(3l or 127, such State may appeal to 
the United States court of appeals for the circuit in which such 
State is located, by filing a petition with such court not later 
than 60 days after such action. 

(b) FILING.-The clerk of the court shall transmit promptly 
a copy of the petition to the Secretary, or any officer designated 
by the Secretary for that purpose. The Secretary shall file promptly 
with the court the record of the proceedings on which the Secretary 
based the action, as provided in section 2112 of title 28, United 
States Code. 

(c) JUR!SD!CTION.-Upon the filing of the petition, the court 
shall have jurisdiction to affirm the action of the Secretary or 
to set the action aside, in whole or in part, temporarily or perma­
nently. Until the filing of the record, the Secretary may modify 
or set aside the order of the Secretary relating to the action. 

(d) FINDINGS AND REMAND.-The findings of the Secretary about 
the facts, if supported by substantial evidence, shall be conclusive, 
but the court, for good cause shown, may remand the case involved 
to the Secretary for further proceedings to take further evidence. 
On remand, the Secretary may make new or modified findings 
of fact and may modify the previous action of the Secretary, and 
shall file with the court the record of the further proceedings. 
Such new or modified findings of fact shall likewise be conclusive 
if supported by substantial evidence. 

42 USC 15028. 
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(e) FINALITY.-The judgment of the court affirming or setting 
aside, in whole or in part, any action of the Secretary shall be 
final, subject to review by the Supreme Court of the United States 
upon certiorari or certification as provided in section 1254 of title 
28, United States Code. 

(f) EFFECT.-The commencement of proceedings under this sec­
tion shall not, unless so specifically ordered by a court, operate 
as a stay of the Secretary's action. 

SEC. 129.AUTHORIZATION OF APPROPRIATIONS. 

(a) FUNDING FOR STATE ALLOTMENTS.-Except as described in 
subsection (bl, there are authorized to be appropriated for allot­
ments under section 122 $76,000,000 for fiscal year 2001 and such 
sums as may be necessary for each of fiscal years 2002 through 
2007. 

(b) RESERVATION FOR TECHNICAL AsS!STANCE.-
(1) LOWER APPROPRIATION YEARS.-For any fiscal year for 

which the amount appropriated under subsection (a) is less 
than $76,000,000, the Secretary shall reserve funds in accord­
ance with section 163(c) to provide technical assistance to enti· 
ties funded under this subtitle. 

(2) HIGHER APPROPRIATION YEARS.-For anv fiscal vear for 
which the amount appropriated under subsection (a) is not 
less than $76,000,000, the Secretary shall reserve not less 
than $300,000 and not more than 1 percent of the amount 
appropriated under subsection (a) to provide technical assist­
ance to entities funded under this subtitle. 

Subtitle C-Protection and Advocacy of 
Individual Rights 

SEC. 141. PURPOSE. 

The purpose of this subtitle is to provide for allotments to 
support a protection and advocacy system (referred to in this sub­
title as a "system") in each State to protect the legal and human 
rights of individuals wjth developmental disabilities in accordance 
with this subtitle. 

SEC. 142. ALLOTMENTS AND PAYMENTS. 

(a) ALLOTMENTS.-
(1) IN GENERAL.-To assist States in meeting the require­

ments of section 143(al, the Secretary shall allot to the States 
the amounts appropriated under section 145 and not reserved 
under paragraph (6). Allotments and reallotments of such sums 
shall be made on the same basis as the allotments and reallot­
ments are made under subsections (a)(l)(A) and (e) of section 
122, except as provided in paragraph (2). 

(2) MINIMUM ALLOTMENTS.-In any case in which-
(A) the total amount appropriated under section 145 

for a fiscal year is not less than $20,000,000, the allotment 
under paragraph (1) for such fiscal year-

(i) to each of American Samoa, Guam, the United 
States Virgin Islands, and the Commonwealth of the 
Northern Mariana Islands may not be less than 
$107,000; and 
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(ii) to any State not described in clause (i) may 
not be less than $200,000; or 
(B) the total amount appropriated under section 145 

for a fiscal year is less than $20,000,000, the allotment 
under paragraph (1) for such fiscal year-

(i) to each of American Samoa, Guam, the United 
States Virgin Islands, and the Commonwealth of the 
Northern Mariana Islands mav not be less than 
$80,000; and • 

(ii) to any State not described in clause (i) may 
not be less than $150,000. 

(3) REDUCTION OF ALLOTMENT.-Notwithstanding para­
graphs (1) and (2), if the aggregate of the amounts to be 
allotted to the States pursuant to such paragraphs for any 
fiscal year exceeds the total amount appropriated for such 
allotments under section 145 for such fiscal year, the amount 
to be allotted to each State for such fiscal year shall be propor­
tionately reduced. 

( 4) INCREASE IN ALLOTMENTS.-In any year in which the 
total amount appropriated under section 145 for a fiscal year 
exceeds the total amount appropriated under such section (or 
a corresponding provision) for the preceding fiscal year by a 
percentage greater than the most recent percentage change 
in the Consumer Price Index published by the Secretary of 
Labor under section 100(c)(l) of the Rehabilitation Act of 1973 
(29 U.S.C. 720(c)(l)) (if the percentage change indicates an 
increase), the Secretary shall increase each of the minimum 
allotments described in suhparagraphs (A) and (B) of paragraph 
(2). The Secretary shall increase each n1inirnu1n allotment by 
an amount that bears the same ratio to the amount of such 
minimum allotment (including any increases in such minimum 
allotment under this paragraph (or a corresponding provisioni 
for prior fiscal years) as the amount that is equal to the dif­
ference between-

(Al the total amount appropriated under section 145 
for the fiscal year for which the increase in the minimum 
allotment is being made; minus 

(B) the total amount appropriated under section 145 
(or a corresponding provision) for the immediately pre­
ceding fiscal year, 

bears to the total amount appropriated under section 145 (or 
a corresponding provisioni for such preceding fiscal year. 

(5) MONITORING THE ADMINISTRATION OF THE SYSTEM.­
In a State in which the system is housed in a State agency, 
the State may use not more than 5 percent of any allotment 
under this subsection for the costs of monitoring the administra­
tion of the system required under section 143(a). 

(6) TECIINICAL ASSISTANCE AND ANiERICA:""\ INDIAN CONSOR­
Tll'M.-In any case in which the total amount appropriated 
under section 145 for a fiscal year is more than $24,500,000, 
the Secretary shall-

(A) use not more than 2 percent of the amount appro­
priated to provide technical assistance to eligible systems 
\Vith respect to activities carried out under this subtitle 
(consistent with requests by such systems for such assist­
ance for the year); and 
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iB) provide a grant in accordance with section 143(b), 
and in an amount described in paragraph (2)(A)(i), to an 
American Indian consortium to provide protection and 
advocacy services. 

(b) PAYMENT TO SYSTEMS.-Notwithstanding any other provi­
sion of law, the Secretary shall pay directly to any system in 
a State that complies with the provisions of this subtitle the amount 
of the allotment made for the State under this section, unless 
the system specifies otherwise. 

(c) UNOBLIGATED FuNDS.-Any amount paid to a system under 
this subtitle for a fiscal year and remaining unobligated at the 
end of such year shall remain available to such system for the 
next fiscal year, for the purposes for which such amount was paid. 

SEC. 143. SYSTEM REQUIRED. 

(al SYSTEM REQUIRED.-In order for a State to receive an allot­
ment under subtitle B or this subtitle--

(1) the State shall have in effect a system to protect and 
advocate the rights of individuals with developmental disabil­
ities; 

( 2) such system shall-
(Al have the authority to-

(i) pursue legal, administrative, and other appro­
priate remedies or approaches to ensure the protection 
of, and advocacy for, the rights of such individuals 
within the State who are or who may be eligible for 
treatment, services, or habilitation, or who are being 
considered for a change in living arrangements, with 
particular attention to members of ethnic and racial 
minority groups; and 

(ii) provide informatlon on and referral to programs 
and services addressing the needs of individuals \vith 
developmental disabilities; 
(B) have the authority to investigate incidents of abuse 

and neglect of individuals with developmental disabilities 
if the incidents are reported to the system or if there 
is probable cause to believe that the incidents occurred; 

(Cl on an annual basis, develop, submit to tbe Sec­
retary, and take action with regard to goals (each of which 
is related to 1 or more areas of emphasis) and priorities, 
developed through data driven strategic planning, for the 
system's activities; 

(D) on an annual basis, provide to the public, including 
individuals with developmental disabilities attributable to 
either physical impairment, mental impairment, or a com­
bination of physical and mental impairment, and their 
representatives, and as appropriate, non-State agency rep­
resentatives of the State Councils on Developmental 
Disabilities, and Centers, in the State, an opportunity to 
commenton-

(i I the goals and priorities established by the 
system and the rationale for the establishment of such 
goals; and 

(ii) the activities of the system, including the 
coordination of services with the entities carrying out 
advocacy programs under the Rehabilitation Act of 
1973 (29 U.S.C. 701 et seq.), the Older Americans 
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Act of 1965 (42 U.S.C. 3001 et seq.), and the Protection 
and Advocacy for Mentally Ill Individuals Act of 1986 
(42 U.S.C. 10801 et seq.), and with entities carrying 
out other related programs, including the parent 
training and information centers funded under the 
Individuals with Disabilities Education Act (20 U.S.C. 
1400 et seq.), and activities authorized under section 
101 or 102 of the Assistive Technology Act of 1998 
(29 U.S.C. 3011, 3012); 
(EI establish a grievance procedure for clients or 

prospective clients of the system to ensure that individuals 
with developmental disabilities have full access to services 
of the system; 

(Fl not be administered by the State Council on 
Developmental Disabilities; 

(G) be independent of any agency that provides treat­
ment, services, or habilitation to individuals with develop~ 
mental disabilities; 

(H) have access at reasonable times to any individual 
with a deve]opmental disability in a location in which 
services, supports, and other assistance are provided to 
such an individual, in order to carry out the purpose of 
this subtitle; 

(!)have access to all records of-
(i) any individual with a developmental disability 

who is a client of the system if such individual, or 
the legal guardian, conservator, or other legal rep­
resentative of such individual, has authorized the 
system to have such access; 

(ii) any individual with a developmental disability, 
in a situation in which-

(I) the individual, by reason of such individ­
ual's mental or physical condition, is unable to 
authorize the system to have such access; 

(!I) the individual does not have a legal 
guardian, conservator, or other legal representa­
tive, or the legal guardian of the individual is 
the State; and 

(!I!) a complaint has been received by the 
system about the individual with regard to the 
status or treatment of the individual or, as a result 
of monitoring or other activities~ there is probable 
cause to believe that such individual has been 
subject to abuse or neglect; and 
(iii) any individual with a developmental disability, 

in a situation in which-
(!) the individual has a legal guardian, conser­

vator, or other legal representative; 
(!I) a complaint has been received by the 

system about the individual with regard to the 
status or treatment of the individual or, as a result 
of monitoring or other activities, there is probable 
cause to believe that such individual has been 
subject to abuse or neglect; 

(III) such representative has been contacted 
by such system, upon receipt of the name and 
address of such representative; 
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(IV) such system has offered assistance to such 
representative to resolve the situation; and 

(Vl such representative has failed or refused 
to act on behalf of the individual; 

(JJ(i) have access to the records of individuals described 
in subparagraphs (Bl and (!), and other records that are 
relevant to conducting an investigation, under the cir­
cumstances described in those subparagraphs, not later 
than 3 business days after the system makes a written 
request for the records involved; and 

(ii) have immediate access, not later than 24 hours 
after the system makes such a request. to the records 
without consent from another party, in a situation in which 
serv-ices, supports, and other assistance are provided to 
an individual with a developmental disability-

(IJ if the system determines there is probable cause 
to believe that the health or safety of the individual 
is in serious and immediate jeopardy; or 

(!I) in any case of death of an individual with 
a developmental disability; 
(KJ hire and maintain sufficient numbers and types 

of staff (qualified by training and experience) to carry out 
such system's functions, except that the State involved 
shall not apply hiring freezes, reductions in force, prohibi­
tions on travel, or other policies to the staff of the system, 
to the extent that such policies would impact the staff 
or functions of the system funded with Federal funds or 
would prevent the system from carrying out the functions 
of the system under this subtitle; 

(L) have the authority to educate policymakers; and 
(M) provide assurances to the Secretary that funds 

allotted to the State under section 142 will be used to 
supplement, and not supplant, the non-Federal funds that 
would otherwise be made available for the purposes for 
which the allotted funds are provided; 
(3) to the extent that information is available, the State 

shall provide to the systern-
(Al a copy of each independent review, pursuant to 

section 1902(a)(30)(C) of the Social Security Act (42 U.S.C. 
1396a(aH30)(C)), of an Intermediate Care Facility (Mental 
Retardation) within the State, not later than 30 davs after 
the availability of such a review; and -

CB) information about the adequacy of health care and 
other services, supports, and assistance that individuals 
with developmental disabilities who are served through 
home and community-based \vaivers (authorized under sec­
tion 1915(c) of the Social Security Act (42 U.S.C. 1396n(c))) 
receive; and 
(4) the agency implementing the system shall not be 

redesignated unless-
(Al there is good cause for the redesignation; 
(BJ the State has given the agency notice of the 

intention to make such redesignation, including notice 
regarding the good cause for such redesignation, and given 
the agency an opportunity to respond to the assertion that 
good cause has been shown; 
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(C) the State has given timely notice and an oppor­
tunity for public comment in an accessible format to 
individuals with developmental disabilities or their rep­
resentatives; and 

(D) the system has an opportunity to appeal the 
redesignation to the Secretary, on the basis that the 
redesignation was not for good cause. 

(b) AMERICAN INDIAN CONSORTIUM.-Upon application to the 
Secretary, an American Indian consortium established to provide 
protection and advocacy services under this subtitle, shall receive 
funding pursuant to section 142(a)(6) to provide the services. Such 
consortium shall be considered to be a system for purposes of 
this subtitle and shall coordinate the services with other systems 
serving the same geographic area. The tribal council that designates 
the consortium shall carry out the responsibilities and exercise 
the authorities specified for a State in this subtitle, with regard 
to the consortium. 

(c) RECORD.-In this section, the term "record" includes-
(1) a report prepared or received by any staff at any location 

at which services, supports, or other assistance is provided 
to individuals with developmental disabilities; 

(2) a report prepared by an agency or staff person charged 
with investigating reports of incidents of abuse or neglect, 
injury, or death occurring at such location, that describes such 
incidents and the steps taken to investigate such incidents; 
and 

(3) a discharge planning record. 

SEC, 144. ADMINISTRATION. 

(a) GOVERNING BOARD.-In a State in which the system 
described in section 143 is organized as a private nonprofit entity 
\Vith a multimember governing board, or a publlc system with 
a multimember governing board, such governing board shall be 
selected according to the policies and procedures of the system, 
except that-

(l)(AJ the governing board shall be composed of members 
who broadly represent or are knowledgeable about the needs 
of the individuals served by the system; 

(B) a majority of the members of the board shall be-
(i) individuals with disabilities, including individuals 

with developmental disabilities, who are eligible for serv­
ices, or have received or are receiving services through 
the system; or 

(ii) parents, family members, guardians~ advocates, or 
autho1ized representatives of lndividuals referred to in 
clause (l l; and 
(C) the board may include a representative of the State 

Council on Developmental Disabilities, the Centers in the State, 
and the self-advocacy organization described in section 
124(c)f 4 )(AJ(iiJ(I); 

(2) not more than 111 of the members of the governing 
board may be appointed by the chief executive officer of the 
State involved, in the case of any State in which such officer 
has the authority to appoint members of the board; 

(3) the membership of the governing board shall be subject 
to term limits set by the system to ensure rotating membership; 

42 use 15044. 
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(4) any vacancy in the board shall be filled not later than 
60 days after the date on which the vacancy occurs; and 

(5) in a State in which the system is organized as a public 
system without a multimember governing or advisory board, 
the system shall establish an advisory council-

(A) that shall advise the system on policies and prior­
ities to be carried out in protecting and advocating the 
rights of individuals with developmental disabilities; and 

(B) on which a majority of the members shall be­
(i) individuals with developmental disabilities who 

are eligible for services, or have received or are 
receiving services, through the system; or 

(ii) parents, family members, guardians, advocates, 
or authorized representatives of individuals referred 
to in clause (i). 

(b) LEGAL ACTION.-
(1) IN GENERAL-Nothing in this title shall preclude a 

system from bringing a suit on behalf of individuals with 
developmental disabilities against a State, or an agency or 
instrumentality of a State. 

(2) USE OF AMOUNTS FROM JUDGMENT.-An amount 
received pursuant to a suit described in paragraph (1) through 
a court judgment may only be used by the system to further 
the purpose of this subtitle and shall not be used to augment 
payments to legal contractors or to award personal bonuses. 

(3) LIMITATION.-The system shall use assistance provided 
under this subtitle in a manner consistent with section 5 of 
the Assisted Suicide Funding Restriction Act of 1997 (42 U.S.C. 
14404). 
(c) DISCLOSURE OF lNFORMATION.-For purposes of any periodic 

audit, report, or evaluation required under this subtitle, the Sec­
retary shall not require an entity carrying out a program to disclose 
the identity of, or any other personally identifiable information 
related to, any individual requesting assistance under such pro­
gram. 

(d) PUBLIC NOTICE OF FEDERAL ONS!TE REVIEW.-The Secretary 
shall provide advance public notice of any Federal programmatic 
or administrative onsite review of a system conducted under this 
subtitle and solicit public comment on the system through such 
notice. The Secretary shall prepare an onsite visit report containing 
the results of sucb review, which shall be distributed to the Gov­
ernor of the State and to other interested public and private parties. 
The comments received in response to the public comment sollcita­
tion notice shall be included in the onsite visit report. 

(e) REPORTS.-Beg:inning in fiscal year 2002, each system estab­
lished in a State pursuant to this subtitle shall annually prepare 
and transmit to the Secretary a report that desct~bes the activities, 
accomplishments, and expenditures of the system during the pre­
ceding fiscal year, including a description of the system's goals, 
the extent to which the goals were achieved, barriers to their 
achievement, the process used to obtain public input, the nature 
of such input, and ho\v such input \Vas used. 

SEC. 145. AUTHORIZATION OF APPROPRIATIONS. 

For allotments under section 142. there are authorized to be 
appropriated $32,000,000 for fiscal year 2001 and such sums as 
may be necessary for each of fiscal years 2002 through 2007. 
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Subtitle D-National Network of Univer· 
sity Centers for Excellence in Develop· 
mental Disabilities Education, Research, 
and Service 

SEC. 151. GRANT AUTHORITY. 

(a) NATIONAL NETWORK.-From appropriations authorized 
under section 156(a)(l), the Secretary shall make 5-year grants 
to entities in each State designated as University Centers for Excel­
lence in Developmental Disabilities Educationi Research, and 
Service to carry out activities described in section 153(a). 

(b) NATIONAL TRAINING INITIATIVES.-From appropriations 
authorized under section 156(a)(ll and reserved under section 
156(a)(2), the Secretary shall make grants to Centers to carry 
out activities described in section 153(b). 

(c) TECHNICAL ASSISTANCE.-From appropriations authorized 
under section 156(a)Cl) and reserved under section 156(al(3l (or 
from funds reserved under section 163, as appropriate), the Sec­
retary shall enter into 1 or more cooperative agreements or contracts 
for the purpose of providing technical assistance described in section 
153(cJ. 

SEC. 152. GRANT AWARDS. 

(a) EXISTING CENTERS.-
(1) IN GENERAL-In awarding and distributing grant funds 

under section 15l(a) for a fiscal year, the Secretary, subject 
to the availability of appropriations and the condition specified 
in subsection (d), shall award and distribute grant funds in 
equal amounts of $500,000 (adjusted in accordance with sub­
section (b)), to each Center that existed during the preceding 
fiscal year and that meets the requirements of this subtitle, 
prior to making grants under subsection (c) or (d). 

(2) REDlTCTION OF AVVARD.-t{otwithstanding paragraph (1), 
if the aggregate of the funds to be awarded to the Centers 
pursuant to paragraph (1) for any fiscal year exceeds the total 
amount appropriated under section 156 for such fiscal year, 
the amount to be awarded to each Center for such fiscal year 
shall be proportionately reduced. 
(bJ An,HJSTMENTS.-Subject to the availability of appropriations, 

for any fiscal year following a year in which each Center described 
in subsection (a) received a grant award of not less than $500,000 
under subsection {a) (adjusted in accordance with this subsection), 
the Secretary shall adjust the awards to take into account the 
most recent percentage change in the Consun1er Price Index pub­
lished by the Secretary of Labor under section lOO(c)Cl) of the 
Rehabilitation Act of 1973 (29 U.S.C. 720(c)(l)J (if the percentage 
change indicates an increase), prior to making grants under sub­
section (c) or (dt 

(c) NATIONAL TRAINING INITIATIVES ON CRITICAL AND EMERGING 
NEEDS.-Subject to the availability of appropriations, for any fiscal 
year in which each Center described in subsection (al receives 
a grant award of not less than $500,000, under subsection (a) 
(adjusted in accordance with subsection (b)l, after making the grant 
awards, the Secretary shall make grants under section 15l(b) to 

42 use I506L 
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Centers to pay for the Federal share of the cost of training initia­
tives related to the unmet needs of individuals with developmental 
disabilities and their families, as described in section 153(b). 

(d) ADDITIONAL GRANTS.-For any fiscal year in which each 
Center described in subsection (a) receives a grant award of not 
less than $500,000 under subsection (al (adjusted in accordance 
with subsection (bl), after making the grant awards, the Secretary 
may make grants under section 151(a) for activities described in 
section 153(a) to additional Centers, or additional grants to Centers, 
for States or populations that are unserved or underserved by 
Centers due to such factors as-

( 1) population; 
(2) a high concentration of rural or urban areas; or 
(3) a high concentration of unserved or underserved popu­

lations. 

SEC. 153. PURPOSE AND SCOPE OF ACTIVITIES. 

(a) NATIONAL NETWORK OF UNIVERSITY CENTERS FOR EXCEL­
LENCE IN DEVELOPMENTAL DISABILITIES EDUCATION, RESEARCH, A.'<D 
SERVJCE.-

(1) IN GENERAL.-ln order to provide leadership in, advise 
Federal, State, and community policymakers about, and pro­
mote opportunities for individuals with developmental disabil­
ities to exercise self-determination, be independent, be produc­
tive, and be integrated and included in all facets of community 
life, the Secretary shall award grants to eligible entities des­
ignated as Centers in each State to pay for the Federal share 
of the cost of the administration and operation of the Centers. 
The Centers shall be interdisciplinary education, research, and 
public service units of universities (as defined by the Secretary) 
or public or not-for-profit entities associated with universities 
that engage in core functions, described in paragraph (2), 
addressing, directly or indirectly, 1 or more of the areas of 
emphasis. 

(2) CORE FUNCTIONS.-The core functions referred to in 
paragraph (1) shall include the following: 

(A) Provision of interdisciplinary pre-service prepara­
tion and continuing education of students and fellows, 
which may include the preparation and continuing edu­
cation of leadership) direct service, clinical, or other per­
sonnel to strengthen and increase the capacity of States 
and communities to achieve the purpose of this title. 

(B) Provision of con1munity services-
( i) that provide training or technical assistance 

for individuals with developmental disabilities, their 
families, professionals, paraprofessionals, policy­
makers, students 1 and other members of the commu­
nity; and 

(ii) that may prffvide services, supports, and assist­
ance for the persons described in clause (i) through 
demonstration and model activities. 
(Cl Conduct of research, which may include basic or 

applied research, evaluationj and the analysis of public 
policy in areas that affect or could affect, either positively 
or negatively, individuals with developmental disabilities 
and their families. 
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(D) Dissemination of information related to activities 
undertaken to address the purpose of this title, especially 
dissemination of information that demonstrates that the 
network authorized under this subtitle is a national and 
international resource that includes specific substantive 
areas of expertise that may be accessed and applied in 
diverse settings and circumstances. 

(b) NATIONAL TRAINING INITIATIVES ON CRITICAL AND EMERGING 
NEEDS.-

(1) SUPPLEMENTAL GRANTS.-After consultation with rel­
evant, informed sourcesi including individuals with develop­
mental disabilities and their families, the Secretary shall 
award, under section 15l(b), supplemental grants to Centers 
to pay for the Federal share of the cost of training initiatives 
related to the unmet needs of individuals with developmental 
disabilities and their families. The Secretary shall make the 
grants on a competitive basis, and for periods of not more 
than 5 years. 

(2) ESTABLISHMENT OF CONSULTATION PROCESS BY THE SEC­
RETARY.-Not later than 1 vear after the date of enactment 
of this Act, the Secretary shall establish a consultation process 
that, on an ongoing basis, allows the Secretary to identify 
and address, through supplemental grants authorized under 
paragraph (1), training initiatives related to the unmet needs 
of individuals with developmental disabilities and their fami­
lies. 
(c) TECHNICAL AssISTANCE.-In order to strengthen and support 

the national network of Centers, the Secretary may enter into 
1 or rr1ore cooperative agreements or contracts to-

(1) assist in national and international dissemination of 
specific information from multiple Centers and, in approp1iate 
cases, other entities whose work affects the lives of individuals 
with developmental disabilities; 

(2) compile, analyze, and disseminate state-of-the-art 
training, research, and demonstration results policies, and prac­
tlces from multiple Centers and, in appropriate cases, other 
entities whose work affects the lives of persons with develop­
mental disabilities; 

(3) convene experts from multiple Centers to discuss and 
make recommendations with regard to national emerging needs 
of individuals with developmental disabilities; 

(4)(A) develop portals that link users with every Center's 
vvebsite; and 

(B) facilitate electronic information sharing using state­
of-the-art Internet technologies such as real-time online discus­
sions, multipoint video conferencing, and \veb-based audio/video 
broadcasts, on emerging topics that impact individuals with 
disabilities and their families; 

(5) serve as a research-based resource for Federal and 
State policymakers on intOrmation concerning and issues 
impacting individuals with developmental disabilities and enti­
ties that assist or serve those individuals: or 

(6) undertake anv other functions that the Secretarv deter-
mines to be approprillte; ~ 

to promote the viability and use of the resources and expertise 
of the Centers nationally and internationally. 
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42 USC 15064. SEC. 154. APPLICATIONS. 
(al APPLICATIONS FOR CORE CENTER GRANTS.-

(1) IN GENERAL-To be eligible to receive a grant under 
section 15l(a) for a Center, an entity shall submit to the Sec­
retary, and obtain approval of, an application at such time, 
in such manner, and containing such information, as the Sec~ 
retary may require. 

(2) APPLICATION CONTENTS.-Each application described in 
paragraph (1) shall desclibe a 5-year plan, including a projected 
goal related to 1 or more areas of emphasis for each of the 
core functions described in section 153(a). 

(3) AsSURANCES.-The application shall be approved by 
the Secretary only if the application contains or is supported 
by reasonable assurances that the entity designated as the 
Center will-

(A) meet regulatory standards as established by the 
Secretary for Centers; 

(Bl address the projected goals, and carry out goal­
related activities, based on data driven strategic planning 
and in a manner consistent with the objectives of this 
subtitle, that--

(i) are developed in collaboration with the con­
sumer advisory committee established pursuant to 
subparagraph (E); 

(ii) are consistent with, and to the extent feasible 
complement and further, the Council goals contained 
in the State plan submitted under section 124 and 
the system goals established under section 143; and 

(iii) will be reviewed and revised annually as nec­
essary to address emerging trends and needs; 
(C) use the funds made available through the grant 

to supplement, and not supplant, the funds that would 
otherwise be made available for activities described in sec­
tion 153(al; 

cm protect, consistent with the policy specified in sec­
tion lOl(c) (relating to rights of individuals with develop­
mental disabilities), the legal and human rights of all 
individuals with developmental disabilities (especially those 
individuals under State guardianship) who are involved 
in activities carried out under programs assisted under 
this subtitle; 

(E'J establish a consumer advisorv committee-
(i) of which a majority of the members shall be 

individuals with developmental disabilities and family 
members of such individuals; 

(ii) that is comprised of-
(1) individuals with developmental disabilities 

and related disabilities; 
(!!J family members of individuals with 

developmental disabilities; 
(!!I) a representative of the State protection 

and advocacy system; 
(!Vl a representative of the State Council on 

Developmental Disabilities; 
(Vi a representative of a self-advocacy 

organization described in section 124(c)(4)(Al(ii)(!); 
and 
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(VI) representatives of organizations that may 
include parent training and information centers 
assisted under section 682 or 683 of the Individuals 
with Disabilities Education Act (20 U.S.C. 1482. 
1483), entities carrying out activities authorized 
under section 101 or 102 of the Assistive Tech­
nology Act of 1998 (29 U.S.C. 3011, 30121, relevant 
State agencies, and other community groups con­
cerned with the welfare of individuals with 
developmental disabilities and their families; 
(iii) that reflects the racial and ethnic diversity 

of the State; and 
(iv) that shall-

(!) consult with the Director of the Center 
regarding the development of the 5-year plan, and 
shall participate in an annual review of, and com­
ment on, the progress of the Center in meeting 
the projected goals contained in the plan, and shall 
make recommendations to the Director of the 
Center regarding any proposed revisions of the 
plan that might be necessary; and 

(!IJ meet as often as necessary to carry out 
the role of the committee, but at a minimun1 twice 
during each grant year; 

(F) to the extent possible, utilize the infrastructure 
and resources obtained through funds made available under 
the grant to leverage additional public and private funds 
to successfully achieve the projected goals developed in 
the 5-year plan; 

(G)(iJ have a director with appropriate academic 
credentials, demonstrated leadership, expertise regarding 
developmental disabilities, significant experience in man­
aging grants and contracts, and the ability to leverage 
public and private funds; and 

(ii) allocate adequate staff time to carry out activities 
related to each of the core functions described in section 
153(a); and 

(HJ educate, and disseminate information related to 
the purpose of this title to, the legislature of the State 
in which the Center is located, and to Members of Congress 
from such State. 

(b) SUPPLEMENTAL GRANT APPLICATIONS PERTAINING TO 
NATIONAL TRAINING INITIATIVES n~ CRITICAL AND ErvtERGING 
NEEDS.-To be eligible to receive a supplemental grant under sec­
tion 15l(b), a Center may submit a supplemental application to 
the Secretary at such time, in such manner, and containing such 
information as the Secretary may require, pursuant to the terms 
and conditions set by the Secretary consistent with section 153(b). 

(c) PEER REVIEW.-
(1) IN GENERAL-The Secretary shall require that all 

applications submitted under this subtitle be subject to tech­
nical and qualitative review by peer review groups established 
under paragraph i21. The Secretary may approve an application 
under this subtitle only if such application has been rec­
ommended by a peer review group that has conducted the 
peer review required under this paragraph. In conducting the 
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review, the group may conduct onsite visits or inspections of 
related activities as necessarv. 

(2) ESTABLISHMENT OF PEER REVIEW GROUPS.-
(A) IN GENERAL-The Secretary, acting through the 

Commissioner of the Administration on Developmental 
Disabilities, may, notwithstanding-

(i) the provisions of title 5, United States Code, 
concerning appointments to the competitive service; 
and 

(ii) the provisions of chapter 51, and subchapter 
III of chapter 53 of title 5, United States Code, con­
cerning classification and General Schedule pay rates; 

establish such peer review groups and appoint and set 
the rates of pay of members of such groups. 

CB) COMPOSITION.-Each peer review group shall 
include such individuals with disabilities and parents, 
guardians, or advocates of or for individuals with develop­
mental disabilities, as are necessary to carry out this sub­
section, 
(3) WAIVERS OF APPROVAL-The Secretary may waive the 

provisions of paragraph (1) with respect to review and approval 
of an application if the Secretary determines that exceptional 
circumstances warrant such a waiver. 
(d) FEDERAL SHARE.-

(1) IN GENERAL-The Federal share of the cost of adminis­
tration or operation of a Center, or the cost of carrying out 
a training initiative, supported by a grant made under this 
subtitle may not be more than 75 percent of the necessary 
cost of such project, as determined by the Secretary. 

(2) URBAN OR RURAL POVERTY AREAS.-ln the case of a 
project whose activities or products target individuals with 
developmental disabilities who live in an urban or rural poverty 
area, as determined by the Secretary, the Federal share of 
the cost of the project may not be more than 90 percent of 
the necessary costs of the project, as determined by the Sec­
retary. 

(3) GRANT EXPENDITURES.-For the purpose of determining 
the Federal share with respect to the project, expenditures 
on that project by a political subdivision of a State or by 
a public or private entity shall, subject to such limitations 
and conditions as the Secretary may by regulation prescribe 
under section 104(b), be considered to be expenditures made 
bv a Center under this subtitle. 
(eJ A'-'NllAL REPORT.-Each Center shall annually prepare and 

transmit to the Secretary a report containing-
(1) information on progress made in achieving the projected 

goals of the Center for the previous year, including-
(A) the extent to which the goals were achieved; 
(BJ a description of the strategies that contributed 

to achieving the goals; 
(C) to the extent to which the goals were not achieved, 

a description of factors that impeded the achievement; and 
(D) an accounting of the manner in which funds paid 

to the Center under this subtitle for a fiscal vear were 
expended; -
(2) information on proposed revisions to the goals; and 
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(3) a description of successful efforts to leverage funds, 
other than funds made available under this subtitle, to pursue 
goals consistent with this subtitle. 

SEC. 155. DEFINITION. 

In this subtitle, the term "State" means each of the several 
States of the United States, the District of Columbia, the Common­
wealth of Puerto Rico, the United States Virgin Islands, and Guam. 

SEC. 156. AUTHORIZATION OF APPROPRIATIONS, 

(a) AUTHORIZATION AND RESERVATIONS.-
(1) AUTHORIZATION.-There are authorized to be appro­

priated to carry out this subtitle (other than section 153(cJ(4)) 
$30,000,000 for fiscal year 2001 and such sums as may be 
necessary for each of fiscal years 2002 through 2007. 

(2) RESERVATION FOR TRAINING INITIATIVES.-From any 
amount appropriated for a fiscal year under paragraph (1) 
and remaining after each Center described in section 152(a) 
has received a grant award of not less than $500,000, as 
described in section 152, the Secretary shall reserve funds 
for the training initiatives authorized under section 153(b). 

(3) RESERVATION FOR TECHNICAL ASSISTANCE.-
(A) YEARS BEFORE APPROPRIATION TRIGGER.-For any 

covered year, the Secretary shall reserve funds in accord­
ance with section 163(c) to fund technical assistance activi~ 
ties under section 153(c) (other than section 153(c)(4)J. 

(Bl YEARS AFTER APPROPRIATION TRIGGER.-For any 
fiscal year that is not a covered year, the Secretary shall 
reserve not less than $300,000 and not more than 2 percent 
of the amount appropriated under paragraph (1) to fund 
technical assistance activities under section 153(c) (other 
than section 153(c)(4)). 

(Cl COVERED YEAR.-In this paragraph, the term "cov­
ered year" means a fiscal year prior to the first fiscal 
year for which the amount appropriated under paragraph 
(ll is not less than $20,000,000. 

(b) LIMITATION.-The Secretary may not use, for peer review 
or other activities directly related to peer review conducted under 
this subtitle-

(1) for fiscal year 2001, more than $300,000 of the funds 
made available under subsection (a); and 

(2) fOr any succeeding fiscal year, more than the amount 
of funds used for the peer review and related activities in 
fiscal year 2001, adjusted to take into account the most recent 
percentage change in the Consumer Price Index published by 
the Secretary of Labor under section lOO(c)(ll of the Rehabilita­
tion Act of 197:J (29 U.S.C. 720(c)(l)) (if the percentage change 
indicates an increase). 

Subtitle E-Projects of National 
Significance 

42 use 1so6s. 

42 USC 15066. 

SEC. 161. PURPOSE. 42 USC 15081. 

The purpose of this subtitle is to provide grants, contracts, 
or cooperative agreements for projects of national significance that-
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(1) create opportunities for individuals with developmental 
disabilities to directly and fully contribute to, and participate 
in, all facets of community life; and 

(2) support the development of national and State policies 
that reinforce and promote, with the support of families, guard­
ians, advocates, and communities, of individuals \vith develop­
mental disabilities, the self-determination, independence, 
productivity, and integration and inclusion in all facets of 
community life of such individuals through-

(A) family support activities; 
iB) data collection and analysis; 
(Cl technical assistance to entities funded under sub­

titles B and D, subject to the limitations described in 
sections 129(b), 156(a)(3), and 163(c); and 

(DI other projects of sufficient size and scope that 
hold promise to expand or improve opportunities for such 
individuals, including-

(i) projects that provide technical assistance for 
the development of information and referral systems; 

(ii) projects that provide technical assistance to 
self-advocacy organizations of individuals \.Vith develop­
mental disabilities; 

(iii) projects that provide education for policy­
makers: 

(iv)- Federal interagency initiatives; 
(vJ projects that enhance the participation of racial 

and ethnic minorities in public and private sector ini~ 
tiatives in developmental disabilities; 

(vi) projects that provide aid to transition youth 
with developmental disabilities from school to adult 
life, especially in finding employment and postsec­
ondary education opportunlties and in upgrading and 
changing any assistive technology devices that may 
be needed as a youth matures; 

(vii) initiatives that address the development of 
community quality assurance systems and the training 
related to the development, implementationj and 
evaluation of such systems, including training of 
individuals with developmental disabilities and their 
families; 

(viii) initiatives that address the needs of aging 
individuals with developmental disabilities and aging 
caregivers of adults with developrnental disabilities in 
the community; 

(ix) initiatives that create greater access to and 
use of generic services systems, community organiza­
tions, and associationsj and initiatives that assist in 
community economic development; 

(x) initiatives that create access to increased living 
options; 

(xiJ initiatives that address the challenging behav­
iors of individuals with developmental disabilities, 
including initiatives that promote positive alternatives 
to the use of restraints and seclusion; and 

(xii) initiatives that address other areas of 
emerging need. 
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SEC. 162. GRANT AUTHORITY. 
(a) IN GENERAL.-The Secretary shall award grants, contracts, 

or cooperative agreements to public or private nonprofit entities 
for projects of national significance relating to individuals with 
developmental disabilities to carry out activities described in section 
161(2). 

(b) FEDERAL INTERAGENCY INITIATIVES.­
(li lN GENERAL.-

(Al AUTHORITY.-The Secretary may-
(i) enter into agreements \Vith Federal agencies 

to jointly carry out activities described in section 161(2) 
or to jointly carry out activities of common interest 
related to the objectives of such section; and 

(ii) transfer to such agencies for such purposes 
funds appropriated under this subtitle, and receive 
and use funds from such agencies for such purposes. 
(B) RELATION TO PROGRAM PURPOSES.-Funds trans-

ferred or received pursuant to this paragraph shall be 
used only in accordance with statutes authorizing the 
appropriation of such funds. Such funds shall be made 
available through grants, contracts, or cooperative agree­
ments only to recipients eligible to receive such funds under 
such statutes. 

(C) PROCEDURES AND CRITERIA.-If the Secretary enters 
into an agreement under this subsection for the administra­
tion of a jointly funded project-

(i) the agreement shall specify which agency's 
procedures shall be used to award grantsi contracts, 
or cooperative agreements and to administer such 
awards; 

(ii) the participating agencies may develop a single 
set of criteria for the jointly funded project, and may 
require applicants to submit a single application for 
joint review by such agencies; and 

(iii) unless the heads of the participating agencies 
develop joint eligibility requirements, an applicant for 
an award for the project shall meet the eligibility 
requiren1ents of each program involved. 

(2) LIMITATION.-The Secretary may not construe the provi­
sions of this subsection to take precedence over a limitation 
on joint funding contained in an applicable statute. 

•2 use Isos2. 

SEC. I63. AUTHORIZATION OF APPROPRIATIONS. 42 USC 1508:l. 

(a) IN GENERAL-There are authorized to be appropriated to 
carry out the projects specified in this section $16,000,000 for fiscal 
year 2001) and such sums as may be necessary for each of fiscal 
years 2002 through 2007. 

(bl USE OF FUNDS.-
(1) GRANTS, CONTRACTS, AND AGREEMENTS.-Except as pro­

vided in paragraph (2), the amount appropriated under sub­
section (a) for each fiscal year shall be used to award grants, 
or enter into contracts, cooperative agreements, or other agree­
ments, under section 162. 

(2) ADMINISTRATIVE COSTS.-Not more than 1 percent of 
the amount appropriated under subsection (a) for each fiscal 
year may be used to provide for the administrative costs (other 
than compensation of Federal employees I of the Administration 
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Fan1ilies of 
Children With 
Disabilities 
Support Act of 
2000. 
42 use 15001 
note. 

42 USC 15091. 

on Developmental Disabilities for administering this subtitle 
and subtitles B, C, and D, including monitoring the performance 
of and providing technical assistance to, entities that receive 
funds under this title. 
(c) TECHNICAL AssISTANCE FOR COUNCILS k'\D CENTERS.-

(1) IN GENERAL.-For each covered year, the Secretary shall 
expend, to provide technical assistance for entities funded under 
subtitle B or D, an amount from funds appropriated under 
subsection (a) that is not less than the amount the Secretary 
expended on technical assistance for entities funded under that 
subtitle (or a corresponding provision) in the previous fiscal 
year. 

(2) COVERED YEAR.-ln this subsection, the term "covered 
year" means-

(A) in the case of an expenditure for entities funded 
under subtitle B, a fiscal year for which the amount appro­
priated under section 129(a) is less than $76,000,000; and 

(B) in the case of an expenditure for entities funded 
under subtitle D, a fiscal year prior to the first fiscal 
year for which the amount appropriated under section 
156(al(ll is not less than $20,000,000. 
(3) REFERENCES.-References in this subsection to subtitle 

D shall not be considered to include section 153(c)(4). 
(d) TECHNICAL ASSISTANCE ON ELECTRONIC INFORMATION 

SHARING.-In addition to any funds reserved under subsection (c), 
the Secretary shall reserve $100,000 from the amount appropriated 
under subsection (a) for each fiscal year to carry out section 
153(cl(4J. 

(e) LIMITATION.-For any fiscal year for which the amount 
appropriated under suhsection (a) is not less than $10,000,000, 
not more than 50 percent of such amount shall be used for activities 
carried out under section 161(2)(A). 

TITLE II-FAMILY SUPPORT 

SEC. 201. SHORT TITLE. 

This title may be cited as the "Families of Children With 
Disabilities Support Act of 2000". 

SEC. 202. FINDINGS, PURPOSES, AND POLICY. 

(a) FINDINGS.-Congress makes the following findings: 
(1) It is in the best interest of our Nation to preserve, 

strengthen, and maintain the family. 
(2) Families of children with disabilities provide support, 

care, and training to their children that can save States millions 
of dollars. Without the efforts of family caregivers, many per­
sons with disabilities would receive care through State-sup­
ported out-of-home placements. 

(31 Most families of children with disabilities, especially 
families in unserved and underserved populations, do not have 
access to family-centered and family-directed services to support 
such families in their efforts to care for such children at home. 

(4) Medical advances and improved health care have 
increased the life span of many people with disabilities, and 
the combination of the longer life spans and the aging of family 
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caregivers places a continually increasing demand on the finite 
service delivery systems of the States. 

(5) In 1996, 49 States provided family support initiatives 
in response to the needs of families of children with disabilities. 
Such initiatives included the provision of cash subsidies, respite 
care) and other forms of support. There is a need in each 
State, however, to strengthen, expand, and coordinate the 
activities of a system of family support services for families 
of children with disabilities that is easily accessible, avoids 
dupllcation, uses resources efficiently, and prevents gaps in 
services to families in all areas of the State. 

(6) The goals of the Nation properly include the goal of 
providing to families of children with disabilities the family 
support services necessary-

(Al to support the family; 
(Bl to enable families of children with disabilities to 

nurture and enjoy their children at home; 
(Cl to enable families of children with disabilities to 

make informed choices and decisions regarding the nature­
of supports, resources, services, and other assistance made 
available to such families; and 

(D) to support family caregivers of adults with disabil­
ities. 

(bl PURPOSES.-The purposes of this title are-
(1) to promote and strengthen the implementation of com­

prehensive State systems of family support services, for families 
with children with disabilities, that are family-centered and 
family-directed, and that provide families with the greatest 
possible decisionmaking authority and control regarding the 
nature and use of services and support; 

(2) to promote leadership by families in planning, policy 
development, implementation, and evaluation of family support 
services for fami11es of children with disabilities: 

(3) to promote and develop interagency coordination and 
co11aboration between agencies responsible for providing the 
services; and 

(4) to increase the availability of, funding for, access to, 
and provision of family support services for families of children 
with disabilities. 
(c) POLICY.-It is the policy of the United States that all pro­

grams, projects, and activities funded under this title shall be 
family-centered and family-directed, and shall be provided in a 
manner consistent with the goal of providing families of children 
with disabilities with the support the families need to raise their 
children at home. 

SEC. 203. DEFINITIONS AND SPECIAL RULE. 

(al DEFINITIONS.-In this title: 
(1) CHILD WITH A DISABILITY.-The term "child with a dis­

ability" means an individual vvho-
(A) has a significant physical or mental impairment, 

as defined pursuant to State policy to the extent that 
such policy is established without regard to type of dis­
ability; or 

(Bl is an infant or a young child from birth through 
age 8 and has a substantial developmental delay or specific 

42 USC 15092. 
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42 USC 15093, 

congenital or acquired condition that presents a high prob­
ability of resulting in a disability if services are not pro­
vided to the infant or child. 
(2) FAMILY.-

(A) IN GENERAL.-Subject to subparagraph (B), for pur­
poses of the application of this title in a State, the term 
"family" has the meaning given the term by the State. 

(B) EXCLUSION OF EMPLOYEES.-The term does not 
include an employee who, acting in a paid employment 
capacity, provides services to a child with a disability in 
an out-of-home setting such as a hospital, nursing home, 
personal care home, board and care home, group home, 
or other facility. 
(3) FAMILY SUPPORT FOR FAMJLIES OF CHILDREN WITH 

DISABILITIES.-The term "family support for families of children 
with disabilities" means supports, resources, services, and other 
assistance provided to families of children with disabilities 
pursuant to State policy that are designed to-

(A) support families in the efforts of such families 
to raise their children with disabilities in the home; 

(B) strengthen the role of the family as primary care­
giver for such children; 

(Cl prevent involuntary out-of-the-home placement of 
such children and maintain family unity; and 

CD) reunite families with children with disabilities who 
have been placed out of the home, whenever possible. 
(4) SECRETARY.-The term "Secretary" means the Secretary 

of Health and Human Services. 
(5) STATE.-The term "State" means each of the 50 States 

of the United States, the District of Columbia, the Common­
wealth of Puerto Rico, the United States Virgin Islands, Guam, 
American Samoa, and the Commonwealth of the Northern Mar­
iana Islands. 

(6) SYSTEMS CHANGE ACT!VITIES.-The term "svstems 
change activities" means efforts that result in laws, regufations, 
policies, practices, or organizational structures-

(A) that are family-centered and family-directed; 
(B) that facilitate and increase access to, provision 

of, and funding for, family support services for families 
of children with disabilities; and 

(C) that otherwise accomplish the purposes of this 
title. 

(b) SPECIAL RULE.-References in this title to a child with 
a disability shall be considered to include references to an individual 
\Vho is not younger than age 18 who-

(1) has a significant impairment described Jn subsection 
(al(l)(A); and 

(2) is residing with and receiving assistance from a family 
member, 

SEC. 204. GRANTS TO STATES. 

{a) IN GENERAL. -The Secretary shall 1nake grants to States 
on a con1petitive basis, in accordance with the provisions of this 
title, to support systems change activities designed to assist States 
to develop and implement, or expand and enhance, a statewide 
system of family support services for families of children with 
disabilities that accomplishes the purposes of this title. 
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(b) AWARD PERIOD AND GRANT LIMJTATION.-No grant shall 
be a\varded under this section for a period of more than 3 years. 
No State shall be eligible for more than 1 grant under this section. 

(c) AMOUNT OF GRANTS.-
(1) GRANTS TO STATES.-

(A) FEDERAL MATCHING SHARE.-From amounts appro­
priated under section 212(a), the Secretary shall pay to 
each State that has an application approved under section 
205, for each year of the grnnt period, an amount that 
IS-

(ii equal to not more than 75 percent of the cost 
of the systems change activities to be carried out by 
the State· and 

(ii) ,;ot less than $100,000 and not more than 
$500,000. 
(B) NON-FEDERAL SHARE.-The non-Federal share of 

the cost of the systems change activities may be in cash 
or in kind, fairly evaluated, including plant, equipment, 
or services. 
(2) CALCULATION OF AMOUNTS.-The Secretary shall cal­

culate a grant amount described in paragraph (1) on the basis 
of-

(A) the amounts available for making grants under 
this section; and 

(Bl the child population of the State concerned. 
(d) PRIORITY FOR PREVIOUSLY PARTICIPATING STATES.-For the 

second and third fiscal years for which amounts are appropriated 
to carry out this section, the Secretary, in providing payments 
under this section, shall give priority to States that received pay­
ments under this section during the preceding fiscal year. 

(e) PRIORITIES FOR DISTRIBUTION.-To the extent practicable, 
the Secretary shall award grants to States under this section in 
a manner that-

( 1) is geographically equitable; 
(2) distributes the grants among States that have differing 

levels of development of statewide systems of family support 
services for families of children with disabilities; and 

(3) distributes the grants among States that attempt to 
meet the needs of unserved and underserved populations, such 
as individuals from racial and ethnic minority backgroundsj 
disadvantaged individuals, individuals with limited English 
proficiency, and individuals from underserved geographic areas 
(rural or urban). 

SEC. 205. APPLICATION. 42 USC 15094. 

To be eligible to receive a grant under this title, a State shall 
submit an application to the Secretary at such time, in such manner, 
and containing such inforn1atlon and assurances as the Secretary 
may require, including information about the designation of a lead 
entity, a description of available State resources, and assurances 
that systems change activities will be family-centered and fami]y­
directed. 
SEC. 206. DESIGNATION OF THE LEAD El\"f!TY. 42 USC 15095. 

(a) DESIGNATION.-Tbe Chief Executive Officer of a State that 
desires to receive a grant under section 204, shall designate the 
office or entity (referred to in this title as the "lead entity") respon­
sible for-
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42 USC 15096. 

42 USC 15097. 

42 use 15098. 

Contracts_ 

(ll submitting the application described in section 205 on 
behalf of the State; 

(2) administering and supervising the use of the amounts 
made available under the grant; 

(3) coordinating efforts related to and supervising the 
preparation of the application; 

(4) coordinating the planning, development, implementa­
tion (or expansion and enhancement), and evaluation of a state­
wide system of family support services for families of children 
with disabilities among public agencies and between public 
agencies and private agencies, including coordinating efforts 
related to entering into interagency agreements; 

(5l coordinating efforts related to the participation by fami­
lies of children with disabilities in activities carried out under 
a grant made under this title; and 

(6) submitting the report described in section 208 on behalf 
of the State. 
(bl QUALIFICATIONS.-In designating the lead entity, the Chief 

Executive Officer may designate-
(1) an office of the ChiefExeculive Officer; 
(2) a commission appointed by the Chief Executive Officer; 
(3) a public agency; 
(4) a council established under Federal or State law; or 
(5) another appropriate office, agency, or entity. 

SEC. 207. AUTHORIZED ACTIVITIES. 

(a) IN GENERAL.-A State that receives a grant under section 
204 shall use the funds made available through the grant to carry 
out systems change activities that accomplish the purposes of this 
title. 

(bl SPECIAL RULE.-In carrying out activities authorized under 
this title, a State shall ensure that such activities address the 
needs of families of children with disabilities from unserved or 
underserved populations. 
SEC. 208. REPORTING. 

A State that receives a grant under this title shall prepare 
and submit to the Secretary, at the end of the grant period, a 
report containing the results of State efforts to develop and in1ple­
ment, or expand and enhance, a statewide system of family support 
services for families of children with disabilities. 
SEC. 209. TECHNICAL ASSISTANCE. 

(al IN GENERAL-The Secretary shall enter into contracts or 
cooperative agreements with appropriate public or private agencies 
and organizations, including institutions of higher education, with 
documented experience, expertise) and capacity, for the purpose 
of providing technlcal assistance and information with respect to 
the development and implementation, or expansion and enhance­
ment, of a statewide system of family support services for families 
of children with disabilities. 

(bl PlJRPOSE.-An agency or organization that provides tech­
nical assistance and inforn1ation under this section in a State 
that receives a grant under this title shall provide the technical 
assistance and information to the lead entity of the State, family 
members of children with disabilities, organizations, servlce pro­
viders, and policymakers involved with children with disabilities 
and their families. Such an agency or organization may also provide 
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technical assistance and information to a State that does not receive 
a grant under this title. 

(c) REPORTS TO THE SECRETARY.-An entity providing technical 
assistance and information under this section shall prepare and 
submit to the Secretary periodic reports regarding Federal policies 
and procedures identified within the States that facilitate or impede 
the delivery of family support services to families of children with 
disabilities. The report shall include recommendations to the Sec­
retary regarding the delivery of services, coordination with other 
programs, and integration of the policies described in section 202 
in Federal law, other than this title. 
SEC. 210. EVALUATION. 42 USC 15099. 

(a) IN GENERAL.-The Secretary shall conduct a national 
evaluation of the program of grants to States authorized by this 
title. 

(b) PURPOSE.-
(1) IN GENERAL-The Secretary shall conduct the evalua­

tion under subsection {a) to assess the status and effects of 
State efforts to develop and implement, or expand and enhance, 
statewide systems of family support services for families of 
children with disabilities in a manner consistent with the provi­
sions of this title. In particular, the Secretary shall assess 
the impact of such efforts on families of children with disabil­
ities, and recommend amendments to this title that are nec­
essary to assist States to accomplish fully the purposes of 
this title. 

(2) INFORMATION SYSTEMS.-The Secretary shall work with 
the States to develop an information system designed to compile 
and report, from information prov'ided by the States, qualitative 
and quantitative descriptions of the impact of the program 
of grants to States authorized by this title on-

(A) families of children with disabilities, including 
families from unserved and underserved populations; 

CB) access to and funding for family support senices 
for families of children with disabilities; 

(C) interagency coordination and collaboration between 
agencies responsible for providing the services; and 

(D) the involvement of families of children with disabil­
ities at all levels of the statewide systems. 

(c) REPORT TO CONGRESS.-Not later than 2V2 years after the Deadline. 
date of enactment of this Act, the Secretary shall prepare and 
submit to the approp1iate committees of Congress a report con-
cerning the results of the evaluation conducted under this section. 
SEC. 211. PROJECTS OF NATIONAL SIGNIFICANCE. 42 USC 15100. 

(a) STUDY BY THE SECRETARY.-The Secretary shall review Fed­
eral programs to determine the extent to \Vhich such programs 
facilitate or impede access to, provision of, and funding for family 
support services for families of children with disabilities, consistent 
with the policies described in section 202. 

(b) PRO,JECTS OF NATIONAL SJGNlFICANCE.-The Secretary shall 
make grants or enter into contracts for projects of national Signifi­
cance to support the development of national and State policies 
and practices related to the development and implementation) or 
expansion and enhancement, of family-centered and family-directed 
systems of family support services for famiHes of children with 
disabilities. 
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42 use 1s1oi. 

42 use 1s111. 

42 use 15112. 

SEC. 212. AUTHORIZATION OF APPROPRIATIONS. 
(a) IN GENERAL.-There are authorized to be appropriated to 

carry out this title such sums as may be necessary for each of 
fiscal years 2001 through 2007. 

(b) RESERVATION.-
Cl) IN GENERAL.-The Secretary shall reserve for each fiscal 

year 10 percent, or $400,000 (whichever is greater), of the 
amount appropriated pursuant to subsection (a) to carry out­

(A) section 209 (relating to the provision of technical 
assistance and information to States); and 

(B) section 210 (relating to the conduct of evaluations). 
(2) SPECIAL RULE.-For each year that the amount appro­

priated pursuant to subsection (a) is $10,000,000 or greater, 
the Secretary may reserve 5 percent of such amount to carry 
out section 211. 

TITLE III-PROGRAM FOR DIRECT SUP­
PORT WORKERS WHO ASSIST INDIVID­
UALS WITH DEVELOPMENTAL DIS­
ABILITIES 

SEC. 301. FINDINGS. 
Congress finds that-

(1) direct support workers, especially young adults, have 
played essential roles in providing the support needed by 
individuals with developmental disabilities and expanding 
community options for those individuals; 

(2) 4 factors have contributed to a decrease in the available 
pool of direct support workers, specifically-

(A) the small population of individuals who are age 
18 through 25, an age group that has been attracted to 
direct support work in the past; 

(B) the rapid expansion of the service sector, which 
attracts individuals who previously would have elected to 
pursue employment as direct support workers; 

(Cl the failure of wages in the human services sector 
to keep pace with \vages in other service sectors; and 

(DJ the lack of quality training and career advancement 
opportunities available to direct support workers; and 
(3) individuals witb developmental disabilities benefit from 

assistance from direct support workers who are well trained, 
and benefit from receiving services from professionals who have 
spent time as direct support workers, 

SEC. 302. DEFINITIONS. 
In this title: 

(1) DEVELOPMENTAL DISABILITY.-The term "developmental 
disability" has the meaning given the term in section 102. 

(2) INSTITUTION OF HIGHER EDUCAT!ON.-The term "institu­
tion of higher education" has the meaning given the term 
in section 1201 of the Higher Education Act of 1965 (20 U.S.C. 
1141). 

(31 SECRETARY.-The term "Secretary" means the Secretary 
of Health and Human Services. 
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SEC. 303. REACHING UP SCHOLARSHIP PROGRAM. 

(a) PROGRAM AUTHORIZATION.-The Secretary may award 
grants to eligible entities, on a competitive basis, to enable the 
entities to carry out scholarship programs by providing vouchers 
for postsecondary education to direct support workers who assist 
individuals with developmental disabilities residing in diverse set­
tings. The Secretary shall award the grants to pay for the Federal 
share of the cost of providing the vouchers. 

(b) ELIGIBLE ENTITY.-To be eligible to receive a grant under 
this section, an entity shall be-

(1) an institution of higher education; 
(2) a State agency; or 
(3) a consortium of such institutions or agencies. 

(cl APPLICATION REQUIREMENTS.-To be eligible to receive a 
grant under this section, an eligible entity shall submit to the 
Secretary an application at such time, in such manner, and con­
taining such information as the Secretary may require, including 
a description of-

( 1) the basis for awarding the vouchers; 
(2) the number of individuals to receive the vouchers; and 
(3) the amount of funds that will be made available by 

the eligible entity to pay for the non-Federal share of the 
cost of providing the vouchers. 
(d) SELECTION CR!TERIA.-In awarding a grant under this sec­

tion for a scholarship program, the Secretary shall give priority 
to an entity submitting an application that-

(ll specifies that individuals who receive vouchers through 
the program will be individuals-

(A) who are direct support v1orkers v,rho assist individ­
uals with developmental disabilities residing in diverse 
settings, while pursuing postsecondary education; and 

(Bl each of w horn verifies, prior to receiving the 
voucher, that the worker has completed 250 hours as a 
direct support worker in the past 90 days; 
(2) states that the vouchers that will be provided through 

the program will be in amounts of not more than $2,000 per 
year; 
· (3) provides an assurance that the eligible entity (or 
another specified entity that is not a voucher recipient) will 
contribute the non-Federal share of the cost of providing the 
vouchers; and 

( 4) meets such other conditions as the Secretary may 
specify. 
(eJ FEDERAL SHARE.-The Federal share of the cost of providing 

the vouchers shall be not more than 80 percent. 

42 USC 15113. 

SEC. 304. STAFF DEVELOPMENT CURRICULUM AUTHORIZATION. 42 use 15114. 

(al FFNDING.-
(1) IN GENERAL-The Secretary shall award funding, on 

a competitive basis, through a grant, cooperative agreement, 
or contract, to a public or private entity or a combination 
of such entities, for the development, evaluation, and dissemina­
tion of a staff development curriculum, and related guidelines, 
for computer-assisted, competency-based, multimedla, inter­
active instruction, relating to service as a direct support worker. 

(21 PARTICTPANTS.~The curriculum shall be developed for 
individuals \vho-
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(A) seek to becon1e direct support workers who assist 
individuals with developmental disabilities or are such 
direct support workers; and 

CB) seek to upgrade their skills and competencies 
related to being a direct support worker. 

(bl APPLICATION REQUIREMENTs.~To be eligible to receive an 
award under this section, an entity shall submit to the Secretary 
an application at such time, in such !nanner, and containing such 
information as the Secretary may require, including-

( 1) a comprehensive analysis of the content of direct support 
roles: 

(2) information identifying an advisory group that-
(A) is comprised of individuals with experience and 

expertise with regard to the support provided by direct 
support workers, and effective ways to provide the support, 
for individuals with developmental disabilities in diverse 
settings; and 

(B) will advise the entity throughout the development, 
evaluation, and dissemination of the staff development cur­
riculum and guidellnes; 
(3) information describing how the entity will-

(A) develop, field test, and validate a staff development 
curriculum that-

(i) relates to the appropriate reading level for direct 
service workers who assist individuals with disabilities; 

(ii) allows for multiple levels of instruction; 
(iii) provides instruction appropriate for direct sup­

port workers who work in diverse settings; and 
(iv) is consistent with subsections (b) and (cl of 

section 101 and section 109; 
(B) develop, field test, and validate guidelines for the 

organizations that use the curriculum that provide for­
(i) providing necessary technical and instructional 

support to trainers and mentors for the participants; 
(ii) ensuring easy access to and use of such cur­

riculun1 by workers that choose to participate in using, 
and agencies that choose to use, the curriculum; 

(iii) evaluating the proficiency of the participants 
with respect to the content of the curriculum; 

(iv) providing necessary support to the participants 
to assure that the participants have access to, and 
proficiency in using, a computer in order to participate 
in the development, testing, and validation process; 

(v) providing necessary technical and instructional 
support to trainers and n1entors for the participants 
in conjunction with the development, testing, and 
validation process; 

(vi) addressing the satisfaction of participants, 
individuals with developmental disabilities and their 
families, providers of services for such individuals and 
families, and other relevant entities with the cur­
riculum: and 

(vii) developing methods to maintain a record of 
the instruction completed, and the content mastered, 
by each participant under the curriculum; and 
(Cl nationally disseminate the curriculum and guide­

lines, including dissemination through-



PUBLIC LAW 106--402-0CT. 30, 2000 114 STAT. 1737 

(i) parent training and information centers funded 
under part D of the Individuals with Disabilities Edu­
cation Act (20 U.S.C. 1451 et seq.); 

(ii) community-based organizations of and for 
individuals with developmental disabilities and their 
families; 

(iii) entities funded under title I: 
(iv) centers for independent livirlg; 
(v) State educational agencies and local edu­

cational agencies; 
(vi) entities operating appropriate medical facili­

ties; 
(vii) postsecondary education entities; and 
(viii) other appropriate entities; and 

( 4) such other information as the Secretary may require. 

SEC. 305. AUTHORIZATION OF APPROPRIATIONS. 

la) SCHOLARSH!Ps.-There are authorized to be appropriated 
to carry out section 303 $800,000 for fiscal year 2001 and such 
sums as may be necessary for each of fiscal years 2002 through 
2007. 

(bl STAFF DEVELOPMENT CURRICULUM.-There are authorized 
to be appropriated to carry out section 304 $800,000 for fiscal 
year 2001 and such sums as may be necessary for each of fiscal 
years 2002 and 2003. 

TITLE IV-REPEAL 

SEC. 401. REPEAL. 

(a) IN GENERAL.-The Developmental Disabilities Assistance 
and Bill of Rights Act (42 U.S.C. 6000 et seq.) is repealed. 

(b) CONFORMING AMENDMENTS.-
(1) INDIVIDUALS WITH DISABILITIES EDUCATION ACT.-Sec­

tions 644(hl( 4 l and 685(b )( 4) of the Individuals with Disabilities 

42 use is11s, 

Education Act (20 U.S.C. 1444(b)(4), 1484a(bl(4)) are amended 2ousc 1485. 
by striking "the Developmental Disabilities Assistance and Bill 
of Rights Act" and inserting "the Developmental Disabilities 
Assistance and Bill of Rights Act of 2000". 

(2) NATIVE AMERICAN HOUSING ASSJSTk'1CE k'JD SELF­
DETERMINATION ACT OF 1996.-Section 4117)(C) of the Native 
American Housing Assistance and Self-Determination Act of 
1996 (25 U.S.C. 4103(17)(Cl) is amended by striking "as defined 
in" and all that follows and inserting "as defined in section 
102 of the Developmental Disabilities Assistance and Bill of 
Rights Act of2000.". 

(3) REHABILITATION ACT OF 1973.-(A) Section 105(c)(6) of 
the Rehabilitation Act of 1973 (29 U.S.C. 725(cl(6)) is amended 
by striking "the State Developmental Disabilities Council 
described in section 124 of the Developmental Disabilities 
Assistance and Bill of Rights Act (42 U.S.C. 6024)" and 
inserting "the State Council on Developmental Disabilities 
established under section 125 of the Developmental Disabilities 
Assistance and Bill of Rights Act of 2000". 

(B) Sections 202(h)(2)(D)(iiiJ and 40l(a)15l(Al of the 
Rehabilitation Act of 1973 (29 U.S.C. 762(h)(2J(Di(iii), 
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78l(a)(5)(A)) are amended by striking "Developmental Disabil­
ities Assistance and Bill of Rights Act (42 U.S.C. 6000 et 
seq.)" and inserting "Developmental Disabilities Assistance and 
Bill of Rights Act of 2000". 

(CJ Subsections (a)(l)(B)(i), (f)(2), and (m)(l) of section 509 
of the Rehabilitation Act of 1973 (29 U.S.C. 794e) are amended 
by striking "part C of the Developmental Disabilities Assistance 
and Bill of Rights Act (42 U.S.C. 6041 et seq.)" and inserting 
"subtitle C of the Developmental Disabilities Assistance and 
Bill of Rights Act of 2000". 

(Dl Section 509(f)(5)(B) of the Rehabilitation Act of 1973 
(29 U.S.C. 794e(f)(5)(B)) is amended by striking "Developmental 
Disabilities Assistance and Bill of Rights Act (42 U.S.C. 6000 
et seq.)" and inserting "Developmental Disabilities Assistance 
and Bill of Rights Act of 2000". 

(4) ASSISTIVE TECHNOLOGY ACT OF 1998.-(AJ Section 
3(a)(ll)(A) of the Assistive Technology Act of 1998 (29 U.S.C. 
3002(a)(ll)(A)) is amended by striking "part C of the Develop­
mental Disabilities Assistance and Bill of Rights Act (42 U.S.C. 
6041 et seq.)" and inserting "subtitle C of the Developmental 
Disabilities Assistance and Bill of Rights Act of2000". 

(B) Paragraphs (1) and (2) of section 102(a) of the Assistive 
Technology Act of 1998 (29 U.S.C. 3012(a)) are amended by 
striking "Developmental Disabilities Assistance and Bill of 
Rights Act (42 U.S.C. 6000 et seq.)" and inserting "Develop­
mental Disabilities Assistance and Bill of Rights Act of 2000". 

(5) HEALTH PROGRAMS EXTENSION ACT OF 1973.-Section 
401(e) of the Health Programs Extension Act of 1973 (42 U.S.C. 
300a-7(e)) is amended by striking "or the" and all that follows 
through "may deny" and inserting "or the Developmental 
Disabilities Assistance and Bill of Rights Act of 2000 may 
deny". 

(6) SOCIAL SECURITY ACT.-(A) Section 1919(c)(2)(B)(iii)(III) 
of the Social Security Act (42 U.S.C. 1396r(c)(2l(Bl(iii)(III)) is 
amended by striking "part C of the Developmental Disabilities 
Assistance and Bill of Rights Act" and inserting "subtitle C 
of the Developmental Disabilities Assistance and Bill of Rights 
Act of 2000". 

(Bl Section 1930(dl(7) of the Social Security Act (42 U.S.C. 
1396u(dJ(7)J is amended by striking "State Planning Council 
established under section 124 of the Developmental Disabilities 
Assistance and Bill of Rights Act, and the Protection and 
Advocacv Svstem established under section 142 of such Act" 
and inserting "State Council on Developmental Disabilities 
established under section 125 of the Developmental Disabilities 
Assistance and Bill of Rights Act of 2000 and the protection 
and advocacy system established under subtitle C of that Act". 

(7) UNITED STATES HOUSING ACT OF 1937.-Section 
3(b)(3)(El(iii) of the United States Housing Act of 1937 (42 
U.S.C. 1437a(b)(3)(E)(iii)) is amended by striking "develop­
mental disability" and all that follows and inserting "develop­
mental disability as defined in section 102 of the Developmental 
Disabilities Assistance and Bill of Rights Act of2000.". 

(8) HOUSING ACT OF 1949.-The third sentence of section 
50l(bl(3) of the Housing Act of 1949 (42 U.S.C. 147l(bi(3)) 
is amended by striking "developmental disability" and all that 
follows and inserting "developmental disability as defined in 



PUBLIC LAW 106-402-0CT. 30, 2000 114 STAT. 1739 

section 102 of the Developmental Disabilities Assistance and 
Bill of Rights Act of2000.". 

(9) OLDER AMERICA.c'fS ACT OF 1965.-(A) Section 203(b)(l 7) 
of the Older Americans Act of 1965 (42 U.S.C. 3013(b)(l 7)) 
is amended by striking "Developmental Disabilities and Bill 
of Rights Act" and inserting "Developmental Disabilities Assist­
ance and Bill of Rights Act of 2000". 

(B) Section 427(a) of the Older Americans Act of 1965 
(42 U.S.C. 3035f(a)) is amended by striking "part A of the 
Developmental Disabilities Assistance and Bill of Rights Act 
(42 U.S.C. 6001 et seq.)" and inserting "subtitle C of the 
Developmental Disabilities Assistance and Bill of Rights Act 
of2000". 

(Cl Section 429F(a)(l) of the Older Americans Act of 1965 
(42 U.S.C. 3035n(a)(l)) is amended by striking "section 102(5) 
of the Developmental Disabilities Assistance and Bill of Rights 
Act (42 U.S.C. 6001(5))" and inserting "section 102 of the 
Developmental Disabilities Assistance and Bill of Rights Act 
of2000". 

(D) Section 712(h)(6l(A) of the Older Americans Act of 
1965 (42 U.S.C. 3058g(h)(6)(A)) is amended by striking "part 
A of the Developmental Disabilities Assistance and Bill of 
Rights Act (42 U.S.C. 6001 et seq.)" and inserting "subtitle 
C of the Developmental Disabilities Assistance and Bill of 
Rights Act of 2000". 

(10) CRIME VICTIMS WITH DlSABlLITlES AWARENESS ACT.­
Section 3 of the Crime Victims With Disabilities Awareness 
Act (42 U.S.C. 3732 note) is amended by striking "term" and 
all that follows and inserting the following "term in section 
102 of the Developmental Disabilities Assistance and Bill of 
Rights Act of 2000.". 

(11) CRANSTON-GONZALEZ NATIONAL AFFORDABLE HOUSING 
ACT.-The third sentence of section 8ll(k)(2) of the Cranston­
Gonzalez National Affordable Housing Act (42 U.S.C. 
8013(k)(2)) is amended by striking "as defined" and all that 
follows and inserting "as defined in section 102 of the Develop­
mental Disabilities Assistance and Bill of Rights Act of 2000.". 

(12) STATE DEPENDENT CARE DEVELOPMENT GRANTS ACT.­
Section 670G(3) of the State Dependent Care Development 
Grants Act (42 U.S.C. 9877(3)1 is amended by striking "section 
10217) of the Developmental Disabilities Assistance and Bill 
of Rights Act" and inserting "section 102 of the Developmental 
Disabilities Assistance and Bill of Rights Act of 2000". 

(13) PROTECTION AND ADVOCACY FOR MENTALLY ILL INDIVID­
UALS ACT OF !986.-(Al Section 102(2) of the Protection and 
Advocacy for Mentally Ill lndividuals Act of 1986 (42 U.S.C. 
10802(2)1 is amended by striking "part C of the Developmental 
Disabilities Assistance and Bill of Rights Act'· and inserting 
"subtitle C of the Developmental Disabilities Assistance and 
Bill of Rights Act of2000". 

(B) Section 114 of the Protection and Advocacy for Mentally 
Ill Individuals Act of 1986 (42 U.S.C. 10824) is amended by 
striking "section 107(cl of the Developmental Disabilities Assist­
ance and Bill of Rights Act" and inserting "section 105 of 
the Developmental Disabilities Assistance and Bill of Rights 
Act of2000". 
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(14) STEWART B. MCKINNEY HOMELESS ASSISTANCE ACT.­
Section 422(2J(C) of the Stewart B. McKinney Homeless Assist­
ance Act (42 U.S.C. 1138212)(Cl) is amended by striking "as 
defined" and all that follows and inserting "as defined in section 
102 of the Developmental Disabilities Assistance and Bill of 
Rights Act of 2000, or". 

(15) AsSISTED SUICIDE FUNDING RESTRICTION ACT OF 1997.­
(A) Section 4 of the Assisted Suicide Funding Restriction Act 
of 1997 (42 U.S.C. 14403) is amended-

(i) by striking the section heading and inserting the 
following: 

"SEC. 4. RESTRICTION ON USE OF FEDERAL FUNDS UNDER CERTAIN 
GRANT PROGRAMS.": 

and 
(ii) by striking "part B, D, or E of the Developmental 

Disabilities Assistance and Bill of Rights Act" and inserting 
"subtitle B, D, or E of the Developmental Disabilities 
Assistance and Bill of Rights Act of 2000". 
CB) Section 5(bl(l) of the Assisted Suicide Funding Restric­

tion Act of 1997 (42 U.S.C. 14404(b)(l)) is amended by striking 
subparagraph CA) and inserting the following: 

"(A) PROTECTION AND ADVOCACY SYSTEMS UNDER THE 
DEVELOPMENTAL DISABILITIES ASSISTM-iCE AND BILL OF 
RIGHTS ACT OF 2000.-Subtitle C of the Developmental 
Disabilities Assistance and Bill of Rights Act of 2000.". 

Approved October 30, 2000. 

LEGISLATIVE HISTORY~S. !SOD 1H.R. 4920> 

CONGRESSIONAL RECORD 
Vol. 145 (1999}: Nov. 8, considered and passed Senate. 
Vol. 146 (2000): Oct. 11, considered and passed House, 



My first initial reaction to the bill to register peoples with disabilities is it's an invasion of privacy, too 

intrusive and it gets under people's skin, The bi// to register peoples with disabilities to law enforcement 

law enforcement officers and other Government of Guam agencies which in my judgment based upon 

personal experience as a person with a disability will only promote the stigma and get people labeled 

and treated differently like a former chairperson of a committee which serves the mentally ill once told 

me treated "like a different breed of human", 

A new addition to the list of peoples with disabilities are quite a large enough number of veterans from 

all eras especially coming from Afghanistan and Iraq who presently many are experiencing PTSD and 

some may be wounded making them physically limited due to injuries sustained during combaL 

It's alright if we lived in a place where people minded his business and kept his mouth shut, Face it, and 

you know it and you know who you are that on Guam, a small island in the Pacific and people talk all the 

time, I've heard mine and other consumers and other people's personal life and story even about me 

and other clients from the Behavioral Department being MDT patients broadcasted out in the public 

from a bus driver. 

In Dis id a woman who rides the Para transit mentioned how a// our names were made public During the 

permanent injunction against Mental Health, so many clients who include me received horrible letters in 

the mail from a former director, who I may tell you have never met in my entire life nor do I know her 

from Adam, I've been profiled based upon disability and my looks with people getting irritated for no 

good reason, 

The register, excuse me for thinking what sounds evil will give way to circumvent the freedom and may 

potentially prove to bill counterproductive and potentially destructive if provided to the wrong people 

with set ideas about us especially if they are influenced by the media and environment and peoples 

negative talk about we being criminal, and this fear if we'// hurt their kids, The person will more than 

likely fell rejected because he or she is ostracized, 

My experience is people leave me out all the time pretty much anywhere, I'm alone mostly even in a 

crowd, Ever know somebody who pounded the streets of San Francisco with very little money looking 

for work and a place to live alone, Well, that's me, I return back to Guam and guess what I'm still alone 

and have maybe 1 close friend who lives on Guam while everyone else is an acquaintance, What's funny 

is that I'm Chamorro and my close friend is hardly a relative of mine, 

Well this place of peoples marginalizes others and treats even homeless peoples as outcasts and lepers 

and I've heard their snide, hateful putdowns and many of them are mentally ill and believe it or not the 

reason why a lot of them are like that is not because they like to be like that but it's because they're 

unemployable and too sick, 



If you want to help someone you don't start first signaling them out, and isolating a certain oe1'cent<1£e 

of the population of the Guam which a I heard is a significant number roughly 40% and provide limited 

information about them which may be misleading and can be misconstrued which might not be helpful 

to the consumer and or can be used a against a client which includes using the information about a 

clients weaknesses to psychologically affect him or her detrimentally to the point where it's bad for his 

or her psyche or he or she could be treated as undesirable and useless because that's how they are 

treated now, The language provided to the deli~er might be vague for example. What makes you believe 

your proposed system will straighten things out: It's another form of killing, It makes the show "Criminal 

Minds "seem possible, are people who have crooked ways and there is no guarantee that all 

people's ways are always straight and fair and charitable in their words, actions and will make a person 

like me for example feels comfortable, 

What we need is to feel accepted. I'll be honest many of us do need help but so many of us have helped 

many people and if you take a look at American History for example, President Abraham Lincoln was 

bipolar and Albert Einstein had a learning disability, 

Now finally I have a for you what do you believe wi!I be ?cr-mnnl'i<r"'rl with such a bill? Are you 

sure it's what we want and need and how do you know that? 

I take into consideration there's much too much hate, strife and division, prejudice and greed in the 

land, Charity has become harder for many people to find especially when times are hard and so are 

some people's hearts, You sound to me too latelin 2015 for a registrar, 

Let me remind you that there were a huge number of veterans on our island who received national 

attention not too long ago for being undeserved There was a documentary of it shown on KGTF and the 

problem is still going ori, As for me I got out of the hospital last month with an bill which 

could have killed me and I don't have medical insurance to see a doctor nor to get medicines and I don't 

feel I'm getting much help from people who really give a damn, Just because the system exists doesn't 

guarantee the consumer will always get help or what's requested and what's needed and then no1'-0~v<"'<:,<!Jir-,f=' 

en timely basis? 
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April 14, 2015 

Vice Speaker Benjamin j.F. Cruz 
Committee on Appropriations and Adjudication 
The 33rd Guam Legislature 
155 Hesler Place, Suite 107 
Hagatna, Guam 96910 

Re: Testimony for Bill No. 70-33 (COR} 

Hafa Adai, Honorable Senator Cruz: 

Thank you for inviting us to provide testimony on Bill 70-33. 

We at UOG CEDDERS were pleased to have been asked by Senator Underwood for input as 
the bill was being crafted. It is and has been a continuing need area, and the Bill will help to 
address safety issues during times of disasters. CEDDERS has been involved in supporting 
First Responder training. Additionally, in 2010 we developed an emergency response 
Guidebook and Checklist and disseminated "Emergency Planning Kits" to several thousand 
individuals. 

Bill 70-33 would help D!SID to build capacity and collect very important data not only for 
use by first responders and village Mayors, but to collect accurate and unduplicated count 
of individuals with disabilities that may then be used by a variety of agencies on Guam 
when submitting grant applications and as services and support needs are addressed. 

I am pleased to provide full support for Bill 70-33. While I am unable to attend the hearing 
on April 16th, I offer this written testimony. 

Sincerely, 

~-t~ 
Heidi E. San Nicolas, Ph.D. 
Director 

The University of Gu.am i:. art Equal Orrortunity Emp!o;..'l-r ;md !'rtn'ider 
A U.S, Land Grant Institution 1H:cn"t.lit<:d by the \Vcst..-rn i\s..<,ocintion of Schoi.11:> irnd Colkgcs. 
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My first initial reaction to the bill to register peoples with disabilities is it's an invasion of privacy, too 

intrusive and it gets under people's skin. The bill to register peoples with disabilities to law enforcement 

law enforcement officers and other Government of Guam agencies which in my judgment based upon 

personal experience as a person with a disability will only promote the stigma and get people labeled 

and treated differently like a former chairperson of a committee which serves the mentally ill once told 

me treated "like a different breed of human". 

A new addition to the list of peoples with disabilities are quite a large enough number of veterans from 

all eras especially coming from Afghanistan and Iraq who presently many are experiencing PTSD and 

some may be wounded making them physically limited due to injuries sustained during combat. 

It's alright if we Jived in a place where people minded his business and kept his mouth shut. Face it, and 

you know it and you know who you are that on Guam, a small island in the Pacific and people talk all the 

time. I've heard mine and other consumers and other people's personal life and story even about me 

and other clients from the Behavioral Department being MDT patients broadcasted out in the public 

from a bus driver. 

Jn Disid a woman who rides the Para transit mentioned how all our names were made public. During the 

permanent injunction against Mental Health, so many clients who include me received horrible letters in 

the mail from a former director, who I may tell you have never met in my entire life nor do I know her 

from Adam. I've been profiled based upon disability and my looks with people getting irritated for no 

good reason. 

The register, excuse me for thinking what sounds evil will give way to circumvent the freedom and may 

potentially prove to bill counterproductive and potentially destructive if provided to the wrong people 

with set ideas about us especially if they are influenced by the media and environment and peoples 

negative talk about we being criminal, and this fear if we'll hurt their kids. The person will more than 

likely fell rejected because he or she is ostracized. 

My experience is people leave me out all the time pretty much anywhere. I'm alone mostly even in a 

crowd. Ever know somebody who pounded the streets of San Francisco with very little money looking 

for work and a place to live alone. Well, that's me. I return back to Guam and guess what I'm still alone 

and have maybe 1 close friend who lives on Guam while everyone else is an acquaintance. What's funny 

is that I'm Chamorro and my close friend is hardly a relative of mine. 

Well this place of peoples marginalizes others and treats even homeless peoples as outcasts and lepers 

and I've heard their snide, hateful putdowns and many of them are mentally ill and believe it or not the 

reason why a lot of them are like that is not because they like to be like that but it's because they're 

unemployable and too sick. 



If you want to help someone you don't start first signaling them out, and isolating a certain percentage 

of the population of the Guam which a I heard is a significant number roughly 40% and provide limited 

information about them which may be misleading and can be misconstrued which might not be helpful 

to the consumer and or can be used a against a client which includes using the information about a 

clients weaknesses to psychologically affect him or her detrimentally to the point where it's bad for his 

or her psyche or he or she could be treated as undesirable and useless because that's how they are 

treated now. The language provided to the deliver might be vague for example. What makes you believe 

your proposed system will straighten things out. It's another form of killing. It makes the show "Criminal 

Minds "seem possible. There are people who have crooked ways and there is no guarantee that all 

people's ways are always straight and fair and charitable in their words, actions and will make a person 

like me for example feels comfortable. 

What we need is to feel accepted. I'll be honest many of us do need help but so many of us have helped 

many people and if you take a look at American History for example, President Abraham Lincoln was 

bipolar and Albert Einstein had a learning disability. 

Now finally I have a question for you what do you believe will be accomplished with such a bill? Are you 

sure it's what we want and need and how do you know that? 

I take into consideration there's much too much hate, strife and division, prejudice and greed in the 

land. Charity has become harder for many people to find especially when times are hard and so are 

some people's hearts. You sound to me too lateiin 2015 for a registrar. 

Let me remind you that there were a huge number of veterans on our island who received national 

attention not too long ago for being undeserved. There was a documentary of it shown on KGTF and the 

problem is still going on. As for me I got out of the hospital last month with an outrageous bill which 

could have killed me and I don't have medical insurance to see a doctor nor to get medicines and I don't 

feel I'm getting much help from people who really give a damn. Just because the system exists doesn't 

guarantee the consumer will always get help or what's requested and what's needed and then no~~AI¥-- ""-'~'!lr'Vfe.,i 

on timely basis? 
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Honorable Senator/Vice speaker Benjamin J.F. Cruz 
Chairman, Committee on Appropriations and Adiudication 
33rd Guam Legislature 

155 Hesler Place, Suite 107 
Hagatna, Guam 96910 

Subject: Testimony on Bill No. 70-33 (COR) - N.B. Underwood, Ph.D., RJ. Respicio 

An Act to amend section 41105 of chapter 41, Article 1 of 17 Guam Code 

Annotate, relative to the creation of a registry for individuals with disabilities. 

Dear Honorable B.J. Cruz, 

Hafa Adai! 

As Chairperson of the Guam Statewide Independent living Council (SILC), I am submitting 

testimony on behalf of the Council that is in support of Bill No. 70-33 (COR). 

The Rehabilitation Act of 1992 federally mandated the establishment of non-profit, Governor 

appointed Statewide Independent Living Councils. These Councils are mandated to develop 

and implement a State Plan every three years to address the independent living needs of 

persons with disabilities. 

The Guam SILC is not mandated to establish a registry; however, we do believe there is a need 

for a single comprehensive registry with subcategories that meet the needs of the various 

agencies and disability groups. One of our State Pian goals is to coiiaborate with organizations 
:lnri :::u:ronricc tn rto\lolnn :inrf o<'+~hlic-h c-11,..h ~ ronfr+,.,,, 
--·-- ~o~,,-·-- --- -~·-'-F -"""'' "'""'~--··-·• -""'""'"'""' ''-0'-'"" f• 

The Council believes DISID is the most appropriate agency to be tasked to head this endeavor. 

Councils have neither the funding, the staff, or the constancy needed to successfully establish 

and maintain such a registry; however, they can assist to promote, educate and encourage 

persons w1tn d1sab11it1es to participate in the registration process. 



it is essential there be a central, voluntary register to meet the needs of first responders as well 

as provide information to persons with disabilities and their families of services available that 

will enable those with disabilities to live more independently. Situations that have occurred in 

our community speak to the need for first responders to be knowledgeable of persons with 

disabilities that require special attention in emergency situations. Not all persons with 

disabilities have the same needs, creating the need for training of personnel which should 

become the responsibility of those agencies providing the service, specifically the police, fire, 

ambulance and those providing services during disasters. 

The Council commends the Senators for their concern and interest in ensuring the safety and 
welfare of those with disabilities. 

Respectfully, 

C~t)~ 
Carol Darlow, Chairperson 



Voluntary Registry Application - Office of Emergency Management and Communication 

MENU 

us 

City of Chicago 
Emergency Assistance Registry for People with Disabilities or Special Needs 

Voluntary Self-Identification Form 

The City of Chicago has created a voluntary registry for individuals who may need 
assistance in the event of an emergency In accordance with Illinois Public Act 096-0788. 
Section 35. registry participants are advised that the provision of special needs information 
will not result in preferential treatment 

To submit the form. click a link below 

Online Voluntary Registry Form 

lf you have already registered click here to log 

https ://webapps I . city o fchicago. org/vo I unteerregistry /index.j sp 
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U.S. Department of Justice 
Civil Rights Division 
Disability Rights Section 

An ADA Guide for Local Governments 

Making Community Emergency Preparedness and 

Response Programs Accessible to People with Disabilities 

One of the most 

important roles of 

local government is to 

protect their citizenry 

from hatm, including 

helping people prepare 

for and respond to 

emergencies. Making 

local government 

emergency preparedness 

and response programs 

accessible to people 

with disabilities 

is a critical part of 

this responsibility. 

Making these 

programs accessible 

is also required by 

the Americans with 

Disabilities Act of 1990 

(ADA). 

A family, including a 
woman with a service 
animal, arrives at a 
shelter. 

-- ------------------

A police officer uses written 
notes and hand gestures to 
tell a man who is deaf to 
evacuate. 

A man using a 
wheelchair enters a 
paratransit van 
provided so he can 
evacuate from his 
home. 



PLANNING 

If you are responsible for your community's emergency planning or response activities, 
you should involve people with disabilities in identifying needs and evaluating effective 
emergency management practices. Issues that have the greatest impact on people with 
disabilities include: 

• notification; 
• evacuation; 
• emergency transportation; 
• sheltering; 
• access to medications, refrigeration, and back-up power; 
• access to their mobility devices or service animals while in transit or at shelters; and 
• access to information. 

In planning for emergency services, you should consider the needs of people who use 
mobility aids such as wheelchairs, scooters, walkers, canes or crutches, or people who 
have limited stamina. Plans also need to include people who use oxygen or respirators, 
people who are blind or who have low vision, people who are deaf or hard of hearing, 
people who have a cognitive disability, people with mental illness, and those with other 
types of disabilities. 

Solicit and incorporate input from people with different types of disabilities 
(e.g. mobility, vision, hearing, cognitive and other disabilities) regarding all 
phases of your emergency management plan including: 

• preparation; 
• notification; 
• response; and 
• clean up. 

NOTIFICATION 

2 

Many traditional emergency notification methods are not accessible to or usable by 
people with disabilities. People who are deaf or hard of hearing cannot hear radio, televi­
sion, sirens, or other audible alerts. Those who are blind or who have low vision may not 
be aware of visual cues, such as flashing lights. Warning methods should be developed to 
ensure that all citizens will have the information necessary to make sound decisions and 
take appropriate, responsible action. Often, using a combination of methods will be more 
effective than relying on one method alone. For instance, combining visual and audible 
alerts will reach a greater audience than either method would by itself. 



NOTIFICATION (continued) 

Provide ways to inform people who are deaf or hard of hearing of an 

impending disaster if you use emergency warning systems such as sirens 
or other audible alerts. 

When the electric 

power supply is 
affected, it may be 
necessary to use 
several forms of 

notification. These 
might include the 
use of telephone 
calls, auto-dialed 
1IY (teletypewriter) 

messages, text 
messaging, E-mails, 
and even direct 

door-to-door contact 
with pre-registered 
individuals. 

Also, you should 
consider using open­

captioning on local TV 
stations in addition 

to incorporating 
other innovative uses 
of technology into 

such procedures, as 
well as lower-tech 

options such as 
dispatching qualified 

sign language 
interpreters to assist 
in broadcasting 

emergency 
information provided 

to the media. 

A woman who is deaf reads a captioned 

evacuation notice on her television. 

A police officer uses hand gestures 

and a printed note to tell a woman who is deaf 

that she needs to evacuate her home. 

' ' / /, 
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EVACUATION 

4 

Individuals with disabilities wiil face a variety of challenges in evacuating, depending 
on the nature of the emergency. People with a mobility disability may need assistance 
leaving a building without a working elevator. Individuals who are blind or who have 
limited vision may no longer be able to independently use traditional orientation and 
navigation methods. An individual who is deaf may be trapped somewhere unable to 
communicate with anyone because the only communication device relies on voice. 
Procedures should be in place to ensure that people with disabilities can evacuate the 
physical area in a variety of conditions and with or without assistance. 

Adopt policies to ensure that your community evacuation plans enable 
people with disabilities, including those who have mobility, vision, 
hearing, or cognitive disabilities, mental illness, or other disabilities, to 

safely self-evacuate or to be evacuated by others. Some communities are 
instituting voluntary, confidential registries of persons with disabilities 
who may need individualized evacuation assistance or notification. If you 
adopt or maintain such a registry, have procedures in place to ensure its 

voluntariness, guarantee confidentiality controls, and develop a process 
to update the registry. Also consider how best to publicize its availability. 
Whether or not a registry is used, your plan should address accessible 

transportation needs for people who use wheelchairs, scooters, or other 
mobility aids as well as people who are blind or who have low vision. 

-------

A transit bus equipped with a wheelchair lift is 
used to evacuate individuals and families. 



EVACUATION (continued) 

Both public and private transportation may be disrupted due to overcrowding, because of 
blocked streets and sidewalks, or because the system is not functioning at al I. The move­
ment of people during an evacuation is critical, but many people with disabilities cannot 
use traditional, inaccessible transportation. 

Identify accessible modes of transportation that may 
be available to help evacuate people with disabilities 
during an emergency. For instance, some communi­

ties have used lift-equipped school or transit buses to 
evacuate people who use wheelchairs during floods. 

-- -.- -
'-----

A lift-equipped school bus is used to evacuate 
an individual using a wheelchair and her family. 
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SHELTERING 

6 

When disasters occur, people are often provided safe refuge in temporary shelters. Some 
may be located in schools. office buildings. tents. or other areas. Historically, great atten­
tion has been paid to ensuring that those shelters are well stocked with basic necessities 
such as food, water, and blankets. But many of these shelters have not been accessible to 
people with disabilities. Individuals using a wheelchair or scooter have often been able 
somehow to get to the shelter, only to find no accessible entrance. accessible toilet. or 
accessible shelter area. 

Survey your community's shelters for barriers to access for persons 
with disabilities. For instance, if you are considering incorporating 
a particular high school gymnasium into your sheltering plan, early 
in the process you should examine its parking, the path to the 
gymnasium, and the toilets serving the gymnasium to make sure they 
are accessible to people with disabilities. If you find barriers to access, 
work with the facility's owner to try to get the barriers removed. If 
you are unable to do so, consider another nearby facility for your 
community sheltering needs. 

A shelter with accessible features including parking, 

drop-off area, entrance, toilet rooms, and sleeping areas. 

Until all of your emergency shelters have accessible parking, exterior 
routes, entrances, interior routes to the shelter area, and toilet rooms 
serving the shelter area; you should identify and widely publicize to the 
public, including persons with disabilities and the organizations that serve 
them, the locations of the most accessible emergency shelters. 



SHELTERING (continued) 

Shelter staff and volunteers are often trained in first aid or other areas critical to the 
delivery of emergency services, but many have little, if any, familiarity with the needs 
of people with disabilities. In some instances, people with disabilities have been turned 
away from shelters because of volunteers' lack of confidence regarding the shelter's 
ability to meet their needs. Generally, people with disabilities may not be segregated 
or told to go to "special" shelters designated for their use. They should ordinarily be 
allowed to attend the same shelters as their neighbors and coworkers. 

Invite representatives of group homes and other 
people with disabilities to meet with you as 
part of your routine shelter planning. Discuss 
with them which shelters they would be more 
likely to use in the event of an emergency and 
what, if any, disability-related concerns they 
may have while sheltering. Develop site-specific 
instructions for your volunteers and staff to 
address these concerns. 

A individual who uses a wheelchair sits on a cot 
that is placed against a wall. The height of the 
bed and the wheelchair seat are of similar height 
making it possible for this person to transfer from 
the wheelchair to the bed. 

A shelter worker helps a person 
onto a cot using a portable lift 
provided by the shelter. 

A shelter worker helps a man 
transfer onto a cot. 

7 



SHELTERING (continued) 

8 

Many shelters have a "no pets" policy and some mistakenly apply this policy to exclude 
service animals snch as guide dogs for people who are blind, hearing dogs for people 
who are deaf, or dogs that pull wheelchairs or retrieve dropped objects. When people 
with disabilities who use service animals are told that their animals cannot enter the 
shelter, they are forced tD choose between safety and abandoning a highly trained animal 
that accompanies them everywhere and allows them to function independently. 

Adopt procedures to ensure that people with disabilities who use 
service animals are not separated from their service animals when 
sheltering during an emergency, even if pets are normally prohibited 
in shelters. While you cannot unnecessarily segregate persons who 
use service animals from others, you may consider the potential 
presence of persons who, for safety or health reasons, should not be 
with certain types of animals. 

A man using a wheelchair arrives at 
a shelter with his family and service 
animal. 

A woman has a service animal 
lying on the floor next to her cot. 

Individuals whose disabilities require medications, such as certain types of insulin that 
require constant refrigeration, may find that many shelters do not provide refrigerators 
or ice-packed coolers. Individuals who use life support systems and other devices rely 
on electricity to function and stay alive and, in many cases, may not have access to a 
generator or other source of electricity within a shelter. 



SHELTERING (continued) 

Ensure that a reasonable number of 
emergency shelters have back-up generators 
and a way to keep medications refrigerated 
(such as a refrigerator or a cooler with ice). 
These shelters should be made available on 
a priority basis to people whose disabilities 
require access to electricity and refrigeration, 
for example, for using life-sustaining medical 
devices, providing power to motorized 
wheelchairs, and preserving certain 
medications, such as insulin, that require 
refrigeration. The public should be routinely 
notified about the location of these shelters. 
In addition, if you choose to maintain a 
confidential registry of individuals needing 
transportation assistance, this registry could A person using a wheelchair 
also record those who would be in need of picks up medication at the 
particular medications. This will facilitate your shelter. 
planning priorities. 

People who are deaf or hard of hearing may not have access to audible information 
routinely made available to people in the temporary shelters. Individuals who are blind 
or who have low vision will not be able to use printed notices, advisories, or other 
written information. 

Adopt procedures to provide accessible 
communication for people who are deaf 
or hard of hearing and for people with 
severe speech disabilities. Train staff on the 
basic procedures for providing accessible 
communication, including exchanging notes 
or posting written announcements to go with 
spoken announcements. Train staff to read 
printed information, upon request, to persons 
who are blind or who have low vision. 

'; _, 

A shelter worker reads 
printed information to a 
woman who is blind. 

9 



RETURNING HOME 

10 

The needs of individuals with disabilities should be considered, too, when they leave a 
shelter or are otherwise al lowed to return to their home. If a ramp has been destroyed, an 
individual with a mobility impairment will be unable to get into and out of the house. In 
case temporary housing is needed past the stay at the shelter, your emergency response 
plan could identify available physically accessible short-term housing, as well as housing 
with appropriate communication devices, such as ITY's, to ensure individuals with com­
munication disabilities can communicate with family, friends, and medical professionals. 

Identify temporary accessible housing (such as accessible hotel rooms within 
the community or in nearby communities) that could be used if people with 
disabilities cannot immediately return home after a disaster if, for instance, 
necessary accessible features such as ramps or electrical systems have been 
damaged. 

A portable trailer provides temporary 
accessible housing for an individual who 
uses a wheelchair and his family. In 
addition to accessible features inside, the 
trailer also has an accessible entrance, 
accessible parking, and the trailer is 
located on an accessible route to other 
site features in the mobile home park. 



RETURNING HOME (continued) 

A man using a wheelchair and his service animal enters 
temporary accessible housing provided in an apartment building. 

l 

CONTRACTING FOR EMERGENCY SERVICES 

Many local governments provide emergency services through contracts with other local 
governments or private relief organizations. These entities may not fully understand 
the role they need to play in meeting your obligation to provide accessible emergency 
services. 

Make sure that contracts for emergency services require providers to 
follow appropriate steps outlined in this document. Review the terms of 

these contracts on a regular basis to ensure that they continue to meet the 
accessibility needs of people with disabilities. Provide training to contractors 

so that they understand how best to coordinate their activities with your 
overall accessibility plan for emergency services. 

11 
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i\dults, chiidn;n and okk'r adults vvith a scTiOLb rncntal illness or c111otion;i] di-,onJ1.:r 

ofrcn ll·ad livl'S ch;1r.h·ttTized by n:l·urn.·nt, 'lir::nificant crises. 'fbcsc crisl'S ah' not the 

inevitable con.;;cqucnccs of 11\cntal tlisJbility, hut r,1thcr repn.::<>cnt the cornbinl'd i111p,1ct of J 

host of additionJl fi1cturs, including hck of JCcess to essential scrvict·\ J!ld supports, poverty. 

u11sc1blc housing, coexisting substance use, other health probh·nh, discri1ninatio11 and 

victin1izat1011. 

l--!0111clcssness, police contict. institutionalization ;1nd other adverse events arc in 

tl1cn1sclvcs crises, ~l!Hi 11i.1y ,ilso contribute to tl1rthcr cris,__·s. ·rhc statistics bclo"\v paint .1 

:>ohl'ring pictun· of bC•\\' crisvs ,1fll_·l·t the Jives of people \Vho haVl' lllClltal Or Cll10tional 

dis,1bilitics: 

* Approxi1natcly 7 percent of all pnlil-c co11L1cts in urb.:ui settings involve a person 

bcli1.·vt...·d to h,lVl' ,1 lllt.-'llLtl illness. 

']'be hkl·lihood of 111cntal illu.:ss an1ong r"--·nplc confined in state prisons and loc,11 

j:1ils is three to fi)llr tinics higher th,111 in the general population - ,n1d, co1np.1rcd 

\Vith other i11n1-itc-.,, ir is at !c11.\f t111icc (u likely tiL1t these individuals \vill ht' inJured 

during their incarceration.' 

e About (; pcTC<..'l1t uf all hospital ~·11H_·rgc11cy Liepartn1ent vi:.its rct-Icct nicntal bcJith 

cn1lTgcnc1cs. 

w I )uc to ;i L1ck of ,1vaibblc alrl·rn,Hivcs. /') Jh:rct'nt of bo~plLtl cn1cTg-cncy 

dcp;1ru11c11t\ report h,1ving to ''bo;trd" p~ychiatric p:nicnts \vho ,ire Ill cns1s :1nd io 

need of inp,1tic11t care. 'iOnh~tin1e\ t~•r e('\ht h(J11rs or !t1115;er. 

r'\lntllSf ll!lC in l i'l individuals di,1.·lurgcd ffon1 J ~t.1rc psychi,llric hospit,11 \vilJ hl' 

rt:~Hhnitted \Vithin :-110 lt1ys: 111on_' dun Olll' 111 five \vill bl· rt·adniittcd \V1thin 180 

cL1y~. 

J\buut 1)(l percent 1.)f ;1dult inpatients in sLite psychi;Hr1c huspiLils r•»purt histnri,:s 

of tr:lUTlLl. 

t\bout thrcl· quarters of youth i11 tl1l' juvenile j11sti~·c systcn1 rcpt)rt n1c1n;il health 

prohll'l11S ;ind Oil<.' in tlvl' ha~ ;\ st-rinu'> in,·ntal dlsoni,T. 

® ;\'1othcrs \Vitl1 ';CrJOlh lHt.'llLJJ ilJllCS\CS ;JrC f/111rc th,lf! f;111r tilllC.' <IS fih!cfy ;b ntbt'r 

n1othcrs to hbt' Ctl\tudy of their children. 

l\'oplc \Yi th \crious lt1t'llt:Jl iilncs-;cs die, on ,lVl'r:1µ;'-\ 25 yc<Irs c<1rfil'r than the !:!ClllT.ll 

pupulation, 

'l'hesc SLHistics ;ire JI1cn111ph'f,_:: they r,·ilcc\ just ;i s:u11pling o(scc1i:trhi~ tb,it, \vhih· 

l'OJl1llH)Upb(c. l-\l!htitutc siµ:nitil·,1nt lit~· ,-ri"c-; tln· individu,1l'> \Vith sl·rioll\ 1lll'llLll illnl'S\CS. 

1 



!'v1:1ny such individu;ils experience a ca~cadc of cris.i..; events rhat place thc1n in rnon· 

than one of thcst' sL1tistical group'< For in~tancc, rcad1nis.sion to a psychiatrit- in..;titution '1 

high probability f{:>r ,1dulr:. \Vho have been disch;trgcd fn)lll ,1 scnc psychl,1trit· hospitJl. 

b.b('d on thi.,'SC dJta rn,1y f~:c1turi.,' ,1 scrii.,') of crisis CVt'nts fi)r die individuc11: tht' psychi;1tri,­

crncrgt'llCY ir-;elf f()rciblc n_·rnov;il fro111 on,·\ hor11e; being taken into police c1i:.tody. 

haudcufrCd and tL111:iporli._"d in the b,1ck uf a police cJr; c\·;ilu<'lti<)ll in the eJill'rµ:cncy 

di.,;p~1rtn1cnt of a gi.,'ncrJl h,)spic!l: transfr·r to ,1 psychi.ltric hospic1L J civil cn1n111itnll~!lt 

hearing: and so OIL 1'\nd at n1ultiplc poinh in rhis scrit''> of interventions. thcr,· is a 

likelihood tlLlt physical rt':.tr.1inb, \eclusion, involuntary n1edic;1tion or other coercion nuy 

be Lh;.'d. fntctJSt' tl'l'linl!s of discn1po\Ycru1cnt arc detlnitio1ul of nicnt,11 ht'.1lth crises, y1.'t 

:1s th._, individu,11 hcconics rh'-' subject of,\ ·\.Jisposition-' Jt c<1ch juncrun.\ th.it pcr;;on n1,1y 

c:;:pcricncc a dirni11isl1ing :icnsc of control. 

In the \\':Jkc of rare but highly publici?cd tragedies .1ttrihutcd to people \\'ith nicntal 

illncs:>cs, there is ofrcn ;i r...;n1porary '-iurg;.' in politic,1] concern ;1h1.)Ut rncntal h'-«1lthc1n: ,ind 

cxp;uiding crisis interventions. Sadly. rhc inorc con1n1onpL1cc crises endured every d,iy 

hy n1any thous;111ds uf ,idults. oldt·r a;Jults and 1.:hildrcn \\'ith serious nh'!ltal or eniotiun:il 

prubk·nis tend to f;l'l1cratc !li.,'ithcr rncdiJ ;ittcnrion nor politit·al concern. 

While no one \Vith a 1ncncd or e111otion~1l disord._·r is in11nu11e ffon1 crises. pt·oplc 
\Vith \vhat Jn' tcrnicd serious u1c1Jtal illncsscs~dcfincd as schizophrL·ni;i, hip,;br llisordcr 

,ind 111;~jor dcpr'-'SSi<)ll nuy bc nHbt reliant on public systenis. Tlicy ,1\so llLlY be at grl',lt 

risk of rccurreut crisi.'\ and intcrvcntion'i th,1t ex;iccrh:ttl' their clinical and social problenh. 

'fht·sc guidelines f(h·lh !lllht spcl-itic,1ll~· 011 individ11,1h \Vith StTious 1nc1H;1J or c·1n1lti1\11,1l 

p1Y1hlvnis \\ho tcnll to encounter ,1n ,issortllll'flt of goveninll'DLil or publicly tl1ndl'd 

intervcncrs \vhcn they ,1re in crisis, N1.'VtTthclcss, the v:dth'S, prirH:iplcs ,u1d strategics 

t'lDhcddcd in the guideline..; th;1t fOllo\v arc applicable tu all indivichnls \vith r11cnt.1l 

healrhc.irc nct·ds, ,1cruss popuLttions .:uid service st·tting'i. 

lndividu:ils \vhosc di;iµ-nus1.:s ,Jn not fit '\crinus lllt'nt;d illnesses" n1;ry be vtilncr;iblc 

to serious n1t'llL1l hcJlth crises that cin b.ivc dc\·,isLltinµ- outcOIJl\'S. Intt'rvcntions on their 

beh;1]f .trc rnorc likely to occur \Vithin the privJti.,' lH __ "<ilth<...«lrt' S\'Ctur, \\·hich uiirrt)f<.; public 

1ncnL1l health systt'lllS · problc1 rh in providing c,ir]y ;ind n1c,n1ingflil accc'iS tn help. Within 

tbc-;c p.1r:11l'-·l 'iystcnh, crisis 'it'r\·iccs ,1rc prnvid"-'d in J bn),td ,HTJY of s~'ttings thJt uhirnarcly 

\Vill rcquir;.• rransLHion of the gllidelinl'~ prcsentc,l lL'rl' in tu spc~-ifiL· protoc(}ls th:it bn_'Jk 

cycle-, of crises ,1nd ,hlV;HJCi.,' the pn'l:ipects of recovery t()r pcopi~, \Vi th n1cnt1l illncssc-.. 



c 
'TiJo often. public systen1s respond as if a 111c11L1l health trisis and d,111yer to st[for 01hcrs 

\\\_'re one and the s:inH'. In f1cr, d,1/(f;Cf to sc!(or ,1rhcrs dcrivt'S tfo111 co1111non lcgal L111guage 

defining \vhcn invuluntary psychiatric hospitalization rnay uccur~,1t bt'St. this is a blunt 

nl(\iSUrc__' of an cxtrcn1c c__'n1crgcncy /\ tLnTO\\' fi)cus on dJngcrouSlh.'Ss is not a valid 

approach to addressing J 111c11Ld hc;1lth crisis. ·ro id'-•nti~- '--rise<; accurarcly r'-·quircs a n1uch 

rnorc nu;Hh_·cd understanding ,uid a pcrspL'Ctivc thJt look::; b(:yond \vhcther Jll individ1ul is 

dJng(-rous or ii111ncdi;1tc psychiatric ho::;pitali1ation is lndicah·d. 

While behavior<; th;1t rcpn_•sent :111 inuninent danger ccrtJinly i11dic1tc the need t~lr 

sonK' sort of ,ln cn1crgcncy fl.>ponse, thcSL' behaviors inay \Vl'll be th ... · culn1i11.1tion of a 

cri;.i:. episode. r;nlhT th,111 the L·pi::;udc in its cntirL'ty. SittL1tin11'> involving 1ncnt.1l he.11th 

(Tise-; 1nay fiJHo\v tr.o,tje1.:tories that int.·lude intense f~'cliugs of personal distress (e.g., anxlety. 

dcpr('<;Sion, anger, panic, hopelessness), obvious changes in ft11H:tioning (e.g., ncglecr of 

p('rsonal hygiellL'. unusU<ll behavior) nr (\lCl'itrophic litC CVL'llts (e.g .. disruptions in pcrson.11 

rcLlt-innships, q1pport <;y<;ten1s or living :1rrangc1ncnts: lo-;s of <iutonon1y or p;1rt'nt:il rights: 

v1cr1rn1z:n1on or natural dis,1st1.'rS). 

Bcc1use oniy :i portion ofrcal-litl· crist'<; llLl'Y actually result in serious li,ir111 to self or 

othLT'l, a rcspo11s,, tlut is activated only \\·hen physical sat'Cty bccotncs an is"lJl' i.s often too 

little, roo LltL' or no help dt all in ~1ddrcs<;ing the root ofthL' crisis.And a response that doc<; 

not l11(',Hlingfi.dly address the actual issue<; underlying a crisis 1nay do 111orc hann than good. 

EE c 
lndi\·iduals experiencing 1ncntal hc:iltb cri:.t'S 1nay cnco1nlt<..'r an ,1rr.ry· of proJCssionals 

and non--proft'ssionais try·ing to int<.:r\·cnc ;iud help: f1n1ily n1c1nbcr~. peer", hcalthcaf\._' 

personnel. police\ adYocates. clcq . .,r;·. educators and other:~. ·rlic specific crEis rcspunst· 

offi:n'd is 111rlucnccd by a nu1uhcr of variable<;;., aniouµ: tl!l·ni: 

\vl11.:rc the intervention occur~. 

at vYhat ti1nt' of cL1y it occurs, 

\Vhen it Ot'Cllr~ \\'ithin the cnur<;t' of the cr]-;j;,; episode, 

tlll· f:u11iliarity of the intervener \Vith tht' individual or vvirh th'-, type uf problL'lll 

~'Xpcricnccd by the indivichuL 

intervener"" 

resourcL'S of the n1cnt:tl hcJlth svstcn1 ,ind the ready Jv:iiL1bility of s.crvic,> ,uid 

~upporrs. and 

& prot~·s.siornL organizatiun,il \)f h·gal nonns that define the 1utun· of the l'llC<)UUllT 

,:ind the ,)\\i\t:lllL'l' otfCTL'tL 
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'!"his n .. 'fhH"t of the panel's tin dins'> i:-: not intended to be an cxhau'itivc n .. ·source on 

crisis ,;;crvic·es and best pL1cticcs, hut rather ;n1 cxpL1n~1tion of f;tctors essential V.) any 
responsl' to 111ental hc,ilth Clllt.'fgencies. In org:1nization..; thar inay alrc·.idy have protocol<; t<ir 

responding to indlviduah in 1ncnral health crises (t~)f insLu1cc, police dc'part111cnts, hnspit:lls 

.ind n1cutal IIL'ald1 clinics), thl'S<.' gu1dcltncs ofl~-r an opportunity to AS'icss th(· adequacy of 

current practice" based on a set of underl·ying value" and principle:.. In t(y,tcr care, schools 

or other scttint:-,rs \Vherc protocol-. 111:ry nnt currently exist, thl· guideline-; can serve as ;1 

fr;1n1C\\·urk f()r cx'1n1ining current ;1ctivitic'-; and the lll''-~d t()r 1nore explicit ..;t1nd,irds. In 

either inst;1ncc, thl''>l' crisis guideline-; pron1otc t\YO e<;SClltial go.il;;: 

J _ Ensuring th,tt n1cnt.1l health crisis interventions ,ir..__' ~uidcd by <;taud:irds l·onsi\tCllt 

\Vith rl'Covery and rc'iiliencc and 

\Yi th one that \vorks tO\Y.trd fl0 duclng the likelihood of fi1turc c'lllCr~cnnc'c .1nd 

prodl!Cl'S better OtltCOllH,'S, 
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II. RESPONDING TO A MENT Al HEAL TH CRISIS 
TEN ESSENTIAL VALUES 

Ten essential values are inherent in an appropriate crisis response, regardless of the 
nature of the crisi'l:, the situations where assistance is offered or the individuals providing 
assistance: 

1. Avoiding Harm. Sometimes mental health cri<es phce the safety of the person, 
the crisis responders or others in jeopardy.An appropriate resp(}DSe establishes 
ph)l'ical safety, but it also establishes the individual's psychological safety. For 
instance, a"Straints are sometimes used in situations where there ii;; an inrmedi:ate 
risk of physical harm, yet this intervention has inherent physical and psychological 
rL~ks that can cause injury and even death. Precipitous responses to individuals in 
mental health crises---oftcn initiated with the intention of establishing physical 
safety--son1etimes result in harm to- the individual. An appropriate response to mental 
health crises considers the risks and benefits attendant to inten1entions and whenever possible 
employs al.ternative approaches, sttdt as c.ontroUin)? danxcr .n@cicntly to allorv a period of 
"tvatclifUl 1vaiting," In drcumstances where there is an urgent need to estdJlish physical 
U!fety and jl:iv 11iable alternatives to address an i;nrncdiate risk 1?_[ signfficant hann t.> the 
indi11'Jual or others) an qpprapriate crisis response incorporates measures t.o minitnize the 
duration and negative impact ef intetvetitlom used. 

~"To promote patient-centered 
<::arc~ all parties involved in 
health care for mental Qt sub­
stance .. usc conditions should 
support the decision-tnakiug 
abilities and preferences for 
treatment and recovery of per­
sons "'1th mental/substance 
u:se problems and Jllnesses'~ 

2. Intervening in Person-Centered Ways. 
Mental health crises may be routine in some 
settings and, perhaps3 have even con1e to be 
routine for some people vlith serious mental 
health or emotional problems. Nevertheless, 
appropriate crisis assistance avoids rote 
interventions based on diagnostic labels, 
presenting conlp-laint or practices custo:rnary 
to a particular -setting. Appropriate interventions 
seek to understand the individual1 !tis or her unique 
circ.utnst.ances and how that indi11idual5 prrsl'1nal 
preferences and goals can be maximally incorporated 
in the trisis response. 

3. Shared Re.ponstl>ility. An acute sense oflosing control over event>; or feelings 
is a hallmark of mental health crises. in fact, research has shown "feeling out of 
control" to be the most common reason con<;umers cite for being brought in for 
psychiatric-emergency care.'-' An intervention that is done to the indlvidual-,,­
rather than with the individual-can reinforce these feelings of helplessness. One 
of the principal mtionales for person-centered plans is that shared responsibility 
pron1otes -engagement and better outcomes. While tTisis situations may present 
challenges to implementing sharedi person-centered plans, ultitnately an 
intervention that considers and, to the extent possible, honors an individual's role 
in L"'Ti'5is resolution may hold long-term benefits. An appropriate crisis response seeks 
to assist the individUdl in regaining control by considering the individual atJ attit>e par!ner 
in--rather than a passive recipient of-services. 

5 



Sotne state mental health 
systems encourage con­
sumers to complete a 
forrn intended to help 
staff understand an indi­
vidual's preferred ways of 
addressing emett.ri.ng cri­
ses. The folknving is the 
introduction presented 
frotn florid.a 's adapta­
tion of the Massachusetts 
form; it affirn1s rhe per­
spective of a Mtner~hin 
bct'\vccn staff and the 
individual. 

"This for1n will allow 
you to suggest cahning 
strategics IN Al)Vl\NC:E 
of a crisis. It will allo'\v 
you to list thinf,,:rs that are 
helpful \vhcn you arc 
under stress or arc upset. 
It '\vill also allo\v you 
to identify things that 
n1akc you angry. Staff 
and individuals receiving 
services can enter into a 
'partnership of safety' us­
ing this frlrm as a guide 
to assist in your treatlncnt 
plan. The infi)r1nation is 
intended only to be hclp­
fitl; it will not be used fiJr 
any purpose other than 
to help staff understand 
how to best work \Vith 
you to maintain your 
safety or to collect data 
to establish trends. This 
is a tool that you can 
add to at any tin1c. In­
fr>rn1arion should al\vays 
he available fforn staff 
1nc1nbcrs fOr updates or 
discussion. Please feel free 
to ask questions." 

4. Addressing Trauma. (:rises, rhcn1sclvL'S, arc intrinsically traun1atic ,u1d certain 
crisis inr,;rvention::; n1,1y have d1l' cfi~'t·t of nnposing: fi1rthcr tratuHa~hoth 

physical .111d c111otionaL ln addition. people v,:irh seri1)lVi n1cntal illness h<ivc .1 

high probability c)fh;1ving been \-icti111s of.1busc or rh __ 'glcc·t. It is c_;:snttiul rfi,lf 

1)/l(C physic,i/ Si~F'ty h,IS hcc11 cstiibh:;/1ed, h<lnn res11!rin«<Jfo111 rl1« t'rfris or {fisis rcsptllFC 

i;; i'hll1taicd <lnd ,1Jdrt's~-ed 1rithu11[ d{'f,1y by i11dit 1id11,d_< <j/t,1ltfie.i f,J d/,{g1111_.;c ancl i11itio1r1 

11ccd1'd trcatntcnL 'f'hert' is also d dual re:<p<it1sibility rcf,uiitc'~ t1i the indiFidua/:' rclciunt 

trtl!iflhl /ii_,;f,Jry and p1;/ncrabili1ic' ,-;_csodatcd 1n'1/1 p11rtidi!ar i111t>r1 1c11rio1u; ,Ti . .;i_,, rcs[JO!ldtrs 

should <lpf1ropri11re!y sect! 011: <Jnd irfftnporatc thi.<: i1!j;Jnl1<Itio11 i11 1/rcir djJJJrOarli('S, (l/td 
i11dil'id11<ils ·''h1J11!d t11kc ]ilTSU11<il rcsp\111_,ihifityjin 1n<lkh1g !his 1Tllddf it!f;in11,1fi(111 d1-'ililiil1/c 

(fin ill_\t<I11t·c, hy cxc(utin,I!, <1dnJ11,-c dircah'cs). 

5. Establishing Feelings of Personal Safety. An individu.11 nLry t'~Pt'ricncc a 
n1c11tal hc;ilth cTisis .ls a cat.istrophic c\·cnr .nid, accordingly, 1nay h:ivc :111 urgent 

need t(J tL,el s,1fr'.Wh.1t is rcg,inled as agitated hch~n:ior n1,1y retlcct an individual\ 

,1ttcn1pr:; at sclt:prutcction, though pcrh;1ps to an un\varrantcd thn.:Jt. .·lssi'srin,~ the 

i11diuid11i1! in art11i11i11,\! the s11l~jcdii'C ,~lriff t:(ptT~·11 11ci! Si~f:'ty ff,J11ircs '111 1111dn>tandin,i,; c:( 

1141<1t is nccdcdji)r that pcrsc11 to cxpcricn(c a sense o(sc«uriry rjwrh.iru t'11t1t(1i11cd i11i11Tisi_, 

p/1111 or pcr.1\J11<1i Sc'./;'ty plan JWC/liji11s!yJ(n111ul1acd hy the indiuid11,i/j 111ui u)1ar i11rcrFe111io11s 

i110-c:Fc_/i'elinys 1:f1'tt!11crabi!iry {f;n i'1ut;111i"c, (c't'.finunc11T i11 ii rt>o111 11!1nff). l'n)vidin.v: s11d1 

1t,s/_,-r.1111 r· ,ilso requires th<1t sr,![f Ix 1!tf;ir1lni ti111e to y,1i11 11n 1111drrsli111di11>; r:F 1hc i'11di1'id11,i/~, 

11coL,- ilnd l<irinufc ltJ tJddrc.,>· th!'sc ncnL ;TCilliFc!Y, 

6. Based on Strengths. Sharing responsibility for crisis resolution n1cans 

undcrst:1nding di;1t an indi\·idual. even \Vhile in crisis, can n1arsh;ill pcrso11,1l 

strenf,rths and assist in the resolution of the cn1crgcncy. l11dividuals nfr1.'ll undc·rstand 

the factors that precipitated ;1 crisis ,1\ \veil as ficrors th-it can hc'lp :unclioratc thc-ir 

in1pact. fln '1J!JJfi'flYi'1/C rti>·i." f!'>}!OfL;T seeks to idcnr(f}1 and rcit!/;lftt 1/w n·.,·011r1c_,' (lfl U'hic!t 

<Iii i11di1'idu,i/ can drd1/!1 not only to rc<'01'cr_fi·on1 t!tc aisi.,' t'Fc11t, but lo ulso help protco 

.i,~lliti:;1 _ti1rr!icr tltdHT<'!ld's_ 

7. ·rhe Whole Person. Fur individu,tl:- \VlHi h;i\·e a n1cnt:il illness, tht.' p-.,ychi,uric 

Libel itsclfn1.ry sh,1pc 1.'\'Cll do111inarc dt'cisions Jbout \\-hich crisis interventions 

an· ofl:~-rl'd ,1nd h1)\V tlH·y Arc· 111ddc ,1vaibhle_ .''lll indi1'id11,7/ 1/fith t1 _,1TiOH-' 111c11ta! 

if!11css 1rh,1 is i11 crisi_, is ,1 11410/c rcrs,;n, u!/10_,-c c<t<1hlishcd psyd1ii11rit di5'1hi!i;y n1<1y b( 

rde1'd11t hu1 tn<1y or 11111y fl<lf he i111111ei:hdtcfy Jldfillno1111t. ·rhat the indiYidtul n1ay 

h:1vc 111ultiplc needs and an adequate undcrst:tnding of tht.' crisis rnc\HJS not being 

lun1tcd services th,tt ,1re cnrnpartnlt.'llLtli:tvd acc(1rdi1)g to healthcare specialty. 

t\11 individu:1L; t'!llt'rgcncy 111ay rct1l'Ct the intcrpLry of psychiatric L\Sllt'S \Vi th 

other hcalrh ftctors<!\nd \vhilc the individu,1! is cxpcrit'Jh·ing ,J cri'.is th:it tend, 

to he :iddn>'i~L'd :is .i clinical phcnn1nc·non. tbtTl' ni;1y also bL· ;1 ho-;t of sccniingly 

1nt111danc. rc;1J--\vorld concern:, that signitll-.intly citTl·l't -1n iudivilluar~ rcspo1bc: tlK' 
\\'hcrc,1hnuts nf the children. the \VC]t~1rc of pets, \Yhc~thcr tlh' hnus;.' is 

locked. ;ih~cncT tl·o1n \\-ork, ,ind so OJL 

8. 'fhe Person as Credible Source. A\scrtions nr l-01npL1ints ni,idc by indivilhuls 

vvho h:tvc been di.ignoscd \vith .i -.,crious n1ent1l iilness tend to be VlC\Vcll 

by <.)tht.TS. l\1rti1:ubrly \Vi thin the d1,irged Cl)tJtc'Xt o( !lll'!H;d health 



crisL'S, there n1:1y be ;-i prcsn1nption that statetncnts rnadc by th('se individuals ar-: 

n1;1nifi .. ·sc1tions of delusion<ll thinking. (~onscquently, there is a risk rh.1t lcgitin1atL' 

con1plai11ts retiring to such 111.1ttcrs as n1cdical illness, p.iin, abuse ()r vil·tirnizatinn 

\vjll go unhcctk'd. Even \Yhcn an individual's asSLTtions an.,' not \Vcll grouBded in 

reality ~1nd represent obviously delusional thoughts, the ''telling: of one\ story'' ni;1y 

rcpn.'scnt an irnportant :>tcp tO\YArd crisis resolution. For these rtdSOfL', ill/ :l[lJlftl­

pri,uc rt'SJl{lfbL' to 1111 indiFidu,1! i11 n1enf,Jl health ai_,-i)' i.,- nor disn1is.~i1'c ('.f rlic pcL'ml <TS d 

rnAihlc soura· t!f i1~{i-in11ation j;,,-r11r!I or c1notio1111/ th<It i"· i1111h)ffi/11f to u11d1Tsr,u1di1z(!, rhe 
ptr;(111 '.,- strcn_~rJu a11d 11ccrL. 

9. Recovery, Resilience and Natural Supports. (~erciin senings, such as hospital 

C111Crgcncy dcpartrllents, llLty c;ec individuals only trJllSiL'flt]y, ell a point \Vhen 

they «n: in ,1cute crisis and in a decidedly high~stn:ss environtnent. E\Tn \VhL'l1 

not occurring \Vi thin hospic1ls, n1ent:1l health etncrgc-ncy interventions arc ofrcn 

provided in )Cttings that ,llT ;·i!icn to the individual and the natural supports that 

111:1y be in1port.1nt p,1rts of hi~ or her daily litC. It is i1nportant not to lose sight 

of the fact th~H an c1ncrgency episode rnay be ,1 ten1por.iry relapse and not 

definitional of the person or thJ_t individu:1l's broader lif~: course-. "'in 11ppro1nit1tc 
tn'_.;is re_.:poiL't' to111r£h1ucs ro rhc indi11idu(1!'.<> l(uycrjo11r!lt')' totHird rr<ovcry and rcsific11{t mu! 

iJ1n>rporafc_x tficSC t'fiflll'S, /Jcnirdif!)~fy, {i/fC(Jil'/Jf/OllS _.;fio11fd prt_1'!'fi'C d1:;;nity,J;1stcr i1 ."l'llSi' o( 

hope, and pron1t,tc en_,,::1~'<cr11c11t 1Fith J;innal .'r''te111s and i1!f;_1nnal rcso11n"cs. 

10. Prevention. 'foo ofrcn, individu,1ls \Vith s1.:riotis 111cntal illnesses h,1vc only 

tt.'n1porary respite hc't\VL'Cll crises. An appropriate crisis response \Vorks to ensure 

that crises \Vill not be recurrent by evaluati11g and considL'ring f1ctors that 

contributed to th'-: current cpi.;ode and that \vill prevent future reL1pst..'. l-Jc11tc, 

c111 adcq11t1tc (fisi.' re_'fhlf!SC requires 1ncds11res tf1<1t dddrcss the pcrstlfl ~' 1u1n!fr ncot", /iotlr 

rlirougli indiui'd1Ji1li::J·d pf,11111i11J.! ilrui fiy pn11noti11g systcrnfr itnpr(111cn10Jts. 

E 
St'vcral principles ;1n: key to ensuring th,1t crisis intcrvc·otion pr,1ctices cn1body thc»c 

Essential Value's: 

1. Access to supports and services is tin1ely. lZc;1dy access to assistance' is 

i111portu1t not only hccausc' it holds the pro1nisc of reducing the intensity and 

duration of the individual's distn:<>s, but ,1lso because dS a crisi~ escalates, ,1ptions 

t~)r interventions n1ay 1i;1rn)\V. "! 'irncly al·c·cc;s prc:>upposes 2"1--hour/7 ··t.lty<>--d-·\VCL'k 

xvailab1lity and a c1paciry f<)r 01nrc,1ch \vhcn ,in individu,11 is un,1blc l)f un\villing 

to co111c- tu ;i tradition;tl service site. 

2. Services are provided in the least restrictive 1nanncr. Lcast-rcqriL-tivc 

cn1crgency intL'fVL'ntiL)llS not unly :1void the lhl' of coercion, hut ;1hn preserve 

the individual's connccte1--l.th·ss \Vith his or her \Vnrld. lndividtuls should not be 

unnct-e\S,irily isoLucd fl-0111 their routilll' nCt\vork_" of f\:Jrrnal <1nd rutural support\ 

and should be cncouragt:d to 1nakc cont:ict \Vitb outside profr:s-;ion:ib, t:Hnily ;111d 

friends \vho c,111 provide :t~sist:J!lt'C thruuµ:h the crisis event and bvyo1hL 

fies rean1ery as an indi­
vidual's journey of heal­
ing and transfortnation 
enabling a person "\Vith 
a mental health problem 
to live a 1ncaningful life 
in a coinmunity of his or 
her cholce while striving 
to achieve his or her tUll 
potential. lt also cites 10 
fundnncntal components 
for systcn1s: 

Self-l)ircction 

Individualized and 
Pcrson-C:entered 

E1npowenncnt 

Holistic 

Non-Linear 

Strengths-Based 

Peer Support 

llcspect 

Responsibility 

I-lope 



Are Most Important 
to Individuals in a 
Mental Health Crisis 

f1aving the staff listen 
to me, my story and 
n1y version of events 

Being asked about 
what treatment I want 

lfying to help me 
caln1 down betOrc 
resorting to forced 
treatment 

Being asked about 
\vhat trcattncnts \Vere 
helpful and not helpful 
to inc in the past 

3. Peer support is available. Services shnuld afl:~ird opportunities fi)r conc1ct \Vitli 

others \Vho:.c pi..'rsonal cxp1..'ricrH'1.:s \Vith n1cntal illness ;ind past 1ncntal health crises 

allo\V thc1n to cunvcy ;1 sense ofhnpcfi1lrh'S:> fir-:;t-h,ind. In ;idditi11n, peers c1n 1Jt1(:r 

opportunitic;.; fin· th1.· individual to connect \Vi th a supportive circle of pct)plc 

\vho have shared experiences dn option that 111ay h,1ve p,irticuL1r n.:lev,1nc1.' given 

K·"·lings of isobtion ,111d t'C,1r th.it n1ay ;it·con1p,u1y .i liient:d he,ilth crisi\. 

4. Adequate tiine is spent with the individual in crisis. In :-ettings such 

5. 

as hospit;1J Clllt'rgcncy d1.,·partn1ent'i, there n1ay be intense pr1.'ssurt' to nH)Vl' 

pJ.ticnts through quickly. People \\'ho provid.: assi'it:1ncc Il1lht h:l\T ,in ;ll{l"l]LL1h· 

t111d<.T:.tanding of the crisis situation, not only objectively, but :iho :ts it is being 

experienced by the individual \vho j., in crisis. Ll11f()rnir1.itcly, individuJls in acute 

(TFl'i particularly filllo"\ving involunt.iry tr:1nsport to an t•v:iluatiun -.;etting nuv 

not be in a pnsition to discuss their presenting co1nplaint'i clearly and conci'icly 

Personnel in h1,.·althc;irc ;ind -;irnibr settings inust rcg,trd fih:e-to--face ti1111.' \Vith the 

individual not as ,l distr;iction. hut :b a 1,.·ore cle1ncnt of qu,1lity crisis CdlT, Setting.;; 

th.it cannot accon1n1odatc the individual in this \vay 111ay not be appropriJtc 

venues fi)r ps;.rchi,Jtri1.' crisis intervention; ,is is diS1,.'U<;scd clsC\\-hcrc in the'ic 

h'ltidclines, sut-b a dctcrn1in:nion should h1.· rt'ganh.'d :-ts a problen1 in cdre and drive 

pcrf{)nnancc in1provc1ncnt ,l[ both th1.· organizational ,ind systc111ic k'VL'ls. 

Plans are strengths-based. Ir 1n,1y b,~ t:1irly rourinc fi.)r profCssion.d st:iff to 
conc:.:utrJtC on clinil·al sign.;; and other dcfil·its t1) be ,1ddrl·s~c1.L particuLirly \Vhcn 

an individual is in a crisis state ,u1d, therct(Jrl\ '\y1npto111atit·." Yet appropriate 

crisis intervention gives at lt":l<;t equal attention to the individtLil\ in1111cdi;Hely 

avaiL1hk· and potl"ntially avaiLihlc assets. A strl'Ilt,>tlis-hased pLin helps tu ;1Hirn1 tb1.• 

individual\ role :l'i an activt' p;U"tncr in the rL'solution of the crisis by i11arshalling 

hi:. or her cap.1hilitics, A. srrcngths---b:ised :ipproacb also flirthers th,-· go,ils of 

building rcsilicnlT and a capability f()r "'"'lf-n1Jnaging tl.JtHrL' crisc-.;. 

6. Emergency interventions consider the context of the individual's overall 
plan of services. f'v1-iny !JJdi\·idluh \Yi th :,1.·rious n1c1n:il illnc"scs go into n1cnL1l 

health tTisi._'s \\bile receiving sonic sort of services and :,upport'i. /\ppropri.it1,.' cri:-is 

service'> considt'r \vhi.:thcr the rri<;is is, \Vholly llr partly .1ttrihutabl1,.' to gaps or 

other probk·ni:-; in the individlLil\ Lurrcnt pL1n of CUT ;ind provide cri-,is ll1l'asun·s 

in \v;rys that arc con'iist1.'nt \\·irh <;crvices the individual receives (or should n·1,.-cive) 

in tlh' con1nu1nity. In addition, appropri:itt' cri;.;i\ service:. plal-e value on t':lrlicr 

ctli.irts by the llldividual and his or h(:r ~crv1cc providers l(i lh' pn'p,trcd for 

Cllk'rg1,.·ncic\, t\rr i1hcn1ce, by h,1vi11g CXL'Cutcd psychi.Hric adv:incc dircctiVt.'S or 

other lTisi-, pLul\. !ncorporating ",ut-h !l1t':burcs in J cri\J'., fi.'\pon\c r1.?quircs th;1t 

intt'rvcncrs be kno\v]cdµ;t«ihlc :1b11Ul these apprn:1chcs, thl'ir i111nH:di,1t1.' and longer­

tcnn v;duc, ;tnd ho\v to ir11pk·n11.·nt tbt·in. /\ppropriatl; Lri:.is interventions ,ilso 

include pu';t 1,.'\\:nt rcvic\\'S th3t nLry produ.._·e infl)rJlLltion th;H i'i hvlptid to d1'"· 

illdrv1dual anll hi> Pr her cu~tonury 'icrv1~-c 1n rcti1nng ongoing S1,.'rv1cc·s 

:ind l'risis pL111'>. 



7. Crisis services are provided by individuals with appropriate training and 
demonstrable competeuce to evaluate and effectively intervene with the 
problems being presented. Crisi5 intervention may be considered a high-end 
service, that is high-risk and demmding a high level of skill. Within the course of 
a psychiatric -emergency; various types of crisis interventions may occur--some 
by healthcare professionals, some by peers and some by personnel (such as police) 
who are outside of healthcare. Throughout, the individual experiencing a mental 

health crisis should be assured that all interveners have an appropriate level of 
training and competence. What that means may vary considerably between 
scenarios. For instance, a significant number of instances of police invo1vement 
with individuals in mental health crises result in injuries or even death.let 
Accordingly, some police <lepartn1ents have taken special measures to train officers 

in identifying and de-escalating mental health crises. Many have also established 
links with mental health professionals who can provide timely on-site assistance. 
These efforts have required police and health .care professionals to connect across 

traditional bureaucratic boundari'-"!L 

8. Individuals in a self-defined crisis are not turned away. People who seek 
cri~is services but do not meet the service criteria of an organization should -<t 

receive 1neaningful guidance and a~sistance in accessing alternative resources. Thi~ 
is particularly applicable in organintions or programs that carry out a screening 
-or gatekeeping function. For instance. it is not sufficient, upon determining that 
an individual fails to meet the criteria for hospitalintion, to tell the individual or 
family members to make contact again if the situation W()tsens. Such practices 

tacitly encourage the escalation of crises. Individuals and their families should 
be assisted in accessing services and supports that resolve issues early on, and an 

organization providing screening or garekeeping services should be fluent with 
alternatives for when service thresholds are not met. When these alternatives arc 

lacking, the organi2ation should consider this a problem in care and take action 
accordingly. Likewise) an organization providing early intervention that routinely 
receives referrals from hospital gatekeepers might consider improving its outreach 

so that individual' seeking help are more likely to access their services directly, 
without placing demands on programs designed for late-stage emergencies. 

9. lnterveners have a comprehensive understanding of the crisis. Meaningful 

crisis response requires a thorough understanding of the issues at play.Yet, for people 
with serious mental illness.es, interventions are commonly based on a superficial set of 

fucts: behaviors are seen to present a safety issue, the individual has reportedly failed 
to take medications as presaibed, or an encounter with the police has occurred. 

An appropriate understanding of the emergency situation not only includes an 
appreciation for what is happening at the moment, but also why it is happening and 
how an individual fares when he or she is not in crisis. Crises--~particular:ly recurrent 

crises-likely signal a fuilure to address underlying issues appropriately. When crisis 
intervention occurs outside of the indiv:idual's customary setting, such as in a hospital 

en1crgcncy department or .a psychiatric inpatient unit, it may be challenging to gain a 
good picture of the individual's circumstances. 

I 

An Alternative Approach 

~·The Hospital Divers_ion 
Program at the ROSE 
HOUSE is currently avA.il­
able to residents of :Ora:itge 
and Ulster counties [Ne1-V" 
York StateJ.This peer-op­
erated house is designed 
to .assist fellow pe'.t>:rs in 
divei:ting from psychiatric 
Jisti:ess. whl<:h may lead to 
a hospitalization. The pro­
gram is located in a thiee ... 
bedroo1n home set up· and 
furnished for comfort. The 
house is equipped with a 
variety of traditional self­
help and proactive tools to 
:tuaintai:n wellness. rralned 
peer companions 11re the 
key ingredients in . help­
ing others learn self-help 
tools. Peer companions 
are compassionate, unde·r­
standing and empo\vering. 
We .exist to fill a gap in 
the mental health system 
that can brake the cyde of 
going from home to crisis 
to hospitaL 

The ROSE HOUSE offers 
a stay of up to five days to 
take cortttol of your crisis 
or ·poteritia1 t:riSis and .. de .... 
velop new skills to mairi­
tain your wellness. Peer 
companions staff the house 
24 hours a day to address 
the needs of guests :as they 
arise. Participation irt the 
program is complcrely vol­
untary and free of charge. 
You are free to come and 
go :as you piease, 'We also 
'Will maintain contact and 
support for you. at your 
request, after you frnish 
your stay. We have found 
that occasional calls and 
visits reinforce recovery 
and self determination:' 
fr~ rlf WC'"" &fh*"I fu 
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9 



, • ~~p~~~·hl·:,,;,c r--""-- on:::" • • 
Advance Dir~ctives 

Psychiatric advance 
directives (PAJ)s) arc 
relatively nc\V legal 
instruments: that may 
be used to docurncnt 
a con1pctcnt person's 
specific instructions or 
preferences regarding 
future mental health 
trcatn1cnt, in preparation 
for the possibility that 
the person tnay lose 
capacity to give or 
\Vithhold inforrncd 
consent to trcatn1cnt 
during acute episodes 
of psychiatric illness. 

Aln1ost al1 states pcrrnit 
some forn1 of legal 
advance directive (AJ)) 
for healthcare, which 
can be used to dirct:t 
at least so1nc fOrnts of 
psychiatric trcatrncnt. 
In the past decade, 25 
states have adopted 
specific PA!) statutes. 

http:/ I \.V'\V'\v.nrc-pad.org 
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. 

i'v1ubilc outreach SlTviccs. \cvhich h,1ve the capacity to evahLltc and intervene 

\c\-ithin the individual\ natural cnvironn1cnt. h;1vc inhcn._·nr advantages o\-cr 

t:h:ilit:>-bascd crisi<> intL'rvcntion, especially \Vhcn :ln individual \Vlh) h;is pcr:-.011,1] 

cxpcrierll·e \Vi th n1cntal illness and n1cntal health cri"es is a part of the intervention 

tcanl. Such 1nobilc l1lltrcach c:1pacity is l'Ven 1norc Inc,111ingfi.1l \vbcn it is not 

rL">trtl'tCd tu a -,pe(itl cri:-.1~ tC.Jlll, hut rarlicr \vhcu -;tatf cttH-I p(·er:-:- fiuuiliar \\-ith the 

individual h;1ve the ability to htcL1lly n1L'Ct the individu,11 vvhcre he or she is. Whc-n 

intervention \Vithin an individual's norn1;1] liviu~ cnvironu1ent is not fe,bihlc. 

hospit:1liz.nio11 i<> nut the inevitable alrcrnarivc: f()r n1;1ny individu:1ls t;1cing civil 
con11nitn1e1H. consunH.T·.,n1an:tgl'd crisi'i re'iidcnti,11 proµ:Lilll'> (·Jn represent a vi,1blc. 

1norc nonnalized ,:drcrnative th;tt produces f!:OOd outco1nc:> . 

10. Helping the individual to regain a sense of control is a priority. H .. ('gaining 

a sense of control UVL'r thoughts, fi:clings and events that sce111 to he <;pinning 

out of contrnl 1nay be p,1ran1ount f{Jr an 1ndiv1dual in rncntal health crisis. StalT 

interventions th,n occur \\'ithout oppurtunities fi)r the individtL1l to understand 

\\'hat i~ h:ippenlng ,111d to 111,1kc choices arnong options (including the choi~·c to 

dcf;.:r to ~taft) niay rl'inforcc t~·clin~"' that control i" bt'ing fi1rther \\Tested a\vay.-rhe 

individual's n:sist.1ncc to this 111ay be in,1cc11r-ttcly reg-:1rdcd as addition,11 t'vidcnce 

of his or her incap.lcity to u1hicrst1nd the crisis situation. lncorpur;-iting personal 

rhoicc in ;i crisis rcspl)l1SC requires nor only appropri,nc training, but aiso ,1 SL'tting 

\Vith tlH' flexibility to allo\v the cx1..·rcis'-' ,1f options. lnfi)r1ncd derision~u1;tk1ng in 

this context is not a n1attLT of sirnply <.1pprising the individual of the crnpiricAlly 

,k·rivcd risks and hcuefits dSsoci.itcd \Vith various intcrYc11tio11s; it also incltHll'.S 

an u1HkTsL1nding an1011g st.rff th.it ;l!J ostc-nsibly suh-opti111.1l inh·rvt'ntion th,1t is 

of the individual's choosing rn;1y rcinfiJrcc personal responsibility. capability and 

cngagcn1cnt and can ulti11utcly produ~·c better outcnnics_'rhc specific choice;; 

to be considL'rcd ,lrC not ii111itcd to the the of n1edicario1h. but also include the 

individu:1l\ prefL·rencc'> t()r \Yhat other approaches :in: to be used \\'h<..TC crisi~ 

;issisL1!1CL' takes pL1Cl\ in\·olving \\'horn ctnd \Vi th \vh;n spccifi,- go.th. While tlll' 

urgenL·y of a sittLltion 111,1y lir11it the option-; ,1v,1iL1bll\ such liniitation'- n1ay ,ibo 

highlight ho\v (·arlicr interventions fi_iled to expand opportunities to l'Xcn:ist' 

personal control. J\)St--crisis recovery pLins or advance dirL'Ctivc;; dl·velopcd 

by th,: individu,il \Vith assiscu1cc ffo111 crisi'> experts arc iniportJllt vchick;s for 

opcLHion:1li:ring this principle. 

t t. Services arc- congruent with the culture, gender, race, age, sexual 
orientation, health literacy and con1n1unication needs of the individual 
being served. ( ;Jvt'll the irnporLincL' of understanding ho\\' ,111 individu;1] i~ 

experiencing a cri:-;is :ind engaging: th,Jt individual in rhc H'S~)lutiun process. 

being .1hlc to cir·cliv,·ly coJHh't't \vi th till' iud1v1dual 1$ cruciJL A ho~t uf v:iri:iblcs 

rcflc,·ting th(· pcr"<Hl\ identity ;ind nll·;11h of,·01n1uu11i,'Ating c.1n inlpl·dc 

llll',l:ningtlil L·ng,1µcnh'llt .lt J tin1c \vhcn thcrl' 1n;iy he SOllh: urg(·ncy. F\Lihlishing 
congrucncL' require-; Jlli_)re th.in linguistic protll-1cncy or ~c1ff tr.1ining- in cultuLtl 

'>l'tbitivity; it 1nay fL'quirt' tli,1t ti) the L'Xt('Jlt t(,;isihlL'. <111 111d1vidual bt' <1tl~irdcd ,1 

clinic(' J!lJ\)llg sL1ff prnviding lThb ~l'rYil'c-;. 



12. Rights are respected. An individual who is in crisis is also in a state of 
heightened vulnerability. It is imperative that those responding to the crisis be 
versed in the individual's rights~ among them: the right to confidentiality,. the 
right to legal counsel, the right to be free from unwarranted seclusion or restraint, 
the right to leave, the right for a minor to receive services -without parental 
notification, the right to have one's advance directive considered, the right to speak 
with an ombudsman and the right to make informed decii;ions about medication, 
It is critical that appropriately trained advocates be available to provide needed 
assistance. Correctly or notj many individuals with serious ment..--tl illnesses have 

come to regatd mental health crisis interventions as episodes where they have 
no voice and their rights ;ire trampled or ignored. Meaningfully enacting values 
of shared responsibility and recovery reqnires that the individual have a clear 
understanding of his or her rights and access to the services of an advocate. It is 
also critical that crisi'i responders not convey the impression that an individual's 
exercise of rights is a hostile or defiant act. 

13. Services are trauma~informed. Adults, children and older adulL' with serious 
mental or etnotional problenlS often have histories of victimization, abuse and 4i 

neglect, er significant traumatic eXJ!erieru::-.cs. Their past trauma may be in some 
ways sinillar to the mental health crfais being addressed. It is essential that crisis 
responses evaluate an individual S ttawna hi'itory and the person's status with 
respect to recovery from those experiences. Similarly, it i-'i critical to understand 
how the individual's response \Vitlrin the current crisis may reflect past traun1atic 
reactions and what interventions may pose particular risks to that individual 
based on that history. Because of the nature of trauma, appropriately evaluating an 
individual requires far more sensitivity and expertise than sin1ply asking a series of 
blunt, potentially embarrassing questions about abuse and checking off some boxes 
on a form. It requires establi<>hing a safe atmosphere for the individual to discuss 
these issues and to explore their possible relationship to the crisis event. 

14. Recurring crises signal problems in assessment or care. Many 
organizations providing crisis services·~including etnergency departments, 
psychiatric hospitals and polic~are funiliar with certain individuals who 
experience recurrent crfacs. They have come to be regarded as "high-end users." 
In some settings, processing these individuals through repeated admissiom within 
relatively short periods of time becon1es so routine that full reassessments are 
not conducted; rather, clinical evaluations simply refer back to assessments and 
interventions that were conducted in previous (unsuccessful) episodes of care, 
While staff sotnetimes assume that these scenarios reflect a patient's lack of 
understanding or willful failure to -comply with tre-atment, recurrent .crises are 
more appropriately regarded as a failure iu the partnership to achieve the desired 
outcomes of care.And rather than reverting to expedient clinical evaluations and 
treatment planning that will likely repeat the failed outcomes of the past, recurrent 
crises should signal a need for a fresh and careful reappraisal of approaches, 
including engagement with the individual and his or her support network. 

-"'Confounding and com­
plicating the prevalence 
of trauma in public 
rucntal health service 
recipients is the fact that 
mental health services 
themselves -are often ex .... 
periCriced as traumatic. 
The use of coercive in­
terventions such as seclu­
sion and restraint. forced 
involuntary medication 
practices, and philoso­
phies of care based on 
control and containment 
vs. empowerment and 
choice ofi;en cause unin­
tentional rL'-tr.a:umatiza­
tion in already vulnerable 
populations," 
foMoili 

w1 
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tend to opcralc in i.:.ola­
tion fron1 one another 
to rneet the specific 
needs of their sponsors. 
Frequently, data col­
lection cffOrts arc par­
ticular to specific care 
settings-such as hospi­
tals or ambulatory care 
organizations-or to 
particular payers, \.Vhcth­
cr private or public ... 
Since data arc collected 
and used in ffagn1cntcd 
\Vays. they rarely provide 
a picture of the overall 
quality of perfonnancc 
for a specific clinician 
or organization, or ho\N 

well patients fare, or 
the state of the public's 
health at large." 

15. W1eaningful nieasures are taken to reduce the likelihood of future 
e111crgencics. ( :onsid('ring tlh' dclt'tcrioth in1pact of rct_·urrcnt crises 011 the 

individual, intcrvcntion<; rnust focus on lo\Ycring the risk of fiiturc episodes. ( :ris.is 

intcrvcntiun 1nust be rnore th,in :tnother inst.11l1nent in :1n on.gning tr:n1111.Hic cycle. 

tv1caningfi.illy i1nproving: ,ui individu,1rs prospects fiH· success requires. not only 

good crisi-; St,.TVil·L'S ,u1d good disch;irgl' pLinning, but also an 111h.h.'rSL11H.ling that 

the crisis intcrvelh.T be it policc, hospiLtl r..,'lllL'f~Cncy dcp.1rtnH.'11t, co111111unity 

111cntal hc,tlth progranL or protective Sl'rvicc «gcncy is p:irt of ,l 1nuch Li.rgcr 
systt'llL Pcrfi>rn1ancl'-i1nprovc1ncnt activities th;it ;ire cnnJincd to ;·ictivilics \Vithin 

tlh' \\-«1lls o(a ,.;,ingle t:h·ihty or d spcciflc pn1gr,nn .In.· -;harply lin1itc,l if they do 

not alst) identit~· external gaps in scrvjcc::. :ind supports rh,H c,HIS<,.'d an individual 

to cOlllL' into crisis. Although -tddrL'Ssing CL'ft,tin lll1!l1L't nc ... '1.J'.l ni.ry be beyond tbt' 
purvi~'\\ ofollt_' C1cility or progr;1111, capturing :ind tr.ins1nitti11g inf()fl1Lltion ,:ibnut 

unn1ct tH.·cd;.; to entities that have re'>ponsibility ,111d authority (c.g", sr:1tc 111cnt:d 

lic.';llth progran1s, housing authorities, t(J<;t~·r Clrl· and school sy;.;tc1ns) i~ an csscntiJl 

co1nponcnt of crisis scrvicL'S. 



E 
An organiz;ttion's iotfastructurc should support interventions 1.·onsistcnt vvirh the \·.1lucs 

,nltl princ·iplcs listed Jbovt;. (;ivco the nature of tTiscs afl~'Cting indivi,1ucih \Yith ~crious 

111cntal or c1norional prohk·nh, these values ;1nd princ·ipk'S arc ,tpplicablc to a vt·ry broad 

,1rray of organiz:1tion'> hospital c1ncrgcncy dcpart111c1ns, psychiatric progra1ns. f~)">('-'f c,1n.'. 

education, police, schooh, and courts. \Vhilc needed infi:\-htructure \vill ni_~ccss;1rily vary 

by <;ctting, population '\crvcd :n1d the at:utcucs'\ of cTist'S being addressed, there an: sotnc 

i1nporc1nt con1111011 dcnon1inJtors: 

Staff that is appropriately trained and that has demonstrated cotnpetence 
in undcrsL1nding the pqpulation of individuals served. inL·luding not only ;1 clinic1l 

p(-rspcctivc. but also thci r livL'd <:xp{:ricnccs. 

* Staff and staff leadership that understands, accepts and pron1otes the 
concepts of recovery and resilience, the value of co11su111cr partnerships and 

COthlllHCT choice, and the h;1lancc bct\vccn protection fro111 h;1nu d!ld pcrso11:1l 

dignity. 

Staff that has tin1ely access to critical inforn1ation, such a<; an individual\ 

health history, psychi,1trir ,1th-;111cc directive or crisis pL11L Such ,1L·ccss is. in parL 

reliant 011 ctfCctivc sy;.,tCJlb fr)r t11c rctricv;!l t)f.rccords. \vhcthcr p.1pcr (n· clcctnH1i<·. 

* Staff that is afforded the flexibility and the resources, inL·luding the rc'iour.:c 

of ti1ne, to establish truly individualizt'd pcr;.,on -ccntcn.'d pL111s tn address the 

in111H.'di,1tc crisis ;u1d beyond. 

Staff that is etnpowered to "\Vork in partnership "\Vith individuals being 
served ,uid d1at i-, encouraged, \Yith apprupridtt" org;1niz:itiorul OVt'rsight. t<.'i cr.tfr 

,111d in1plcn1cnt novel solutions. 

An organizational culture that does not isolate its programs or its staff 
fforn its ->urrounding connnunity and ffn1n the co111nn111ity of individuah bt'ing 

served. -l-hrs tne~!l i:, that the org:u111_ation docs lH n _ln11it its f()t-us to "specific,. patient­

lcvcl intervcntious, but ,tlso positiuns itself to play a n1c,1nin1;.-,tfl1l role in pronioting 

·'indicated" strategics fiir the high-risk popul:ttion it SL'fVC'> and "univ{.'fsAl" 

:-.tLncgics that target pn:vL'ntiun vvithin the gcncr,d population. ·rht· intent here is 

not to dissip,ttc the resource" or dilute the t~)Clh of an oq:;Jni7Jtion. but to assure 

n'cognirion th;H its services J.rt' ,1 part of ,1 brgcr spcctrurn and that it ,tctivcly 

cuntributcs ro and hcncfib fi'Olll ovcr;ill sysL'lH rctincillL'lltS. 

Coordination and collaboration with outside entities th<H scrv,, :·h source;., of 

rc-f"t:rr,ds and to \Vhich the org;i11i1o1tion n1.1y n1akt' rt'f'"t·rral-.. Such cng.igcnicnt should 

nor bt' h111itcd to service providt·rs \Vithin t(;nn;i] nct\vorks. but should :dso include 

natur.11 llt't\vork-, of support rL·lcvant to the indlvidu:1ls being "ervccL 

Rigorous pcrfortnancc-in1provc111ent progratT1s that llSL' LLlta n1c,111ingtl1lly 
t\I reline indi<:idu;ds' cri"is cart' ,u1d 1111proVL' pn1gLu1i outco111c'>. l\,rt{Jn1L111cc 

irnprovctnL'flt prng-r,uns ::.huuld :1hn be ll'it'd rn idcntit\ and .1ddrc:i'> ri'ik t:ll:tors 

or u!ln1ct nct'ds th:Jt havt' :111 in1pJCt on rcfi .. ·rr.1b to the org;inization and thL' 

\·uloerability to continuing crisc'> of i11dividtuls served. 





p 
·rhc need fi}r 1n:tjor in1provt.'n1cnts in crisis ;;;crviccs fi)r ,idulh. children and older 

adult'> \Vith serious n1cnt~1l or cn1otional problc1ns is obvious. 'The· statistics pn."'d.:llt1.:d in 

the introduction to thi.,·sc guidelines niakc a clc:ir c;l\c that people \Vith nicnt,11 illnc'iscs 

arc vulnerable t1J repeated 1..·linic<il ,1nd lifZ. crises tii-tt 1.:an h.iv"-· d1.:letcrious ctll~crs on the 

individu.l.l, fu11ilic.;, and ;;;oci.il nct'vvnrks. ;1nd co1nnn1nitic::.. t'v1any intcr\·cntions could h;ivc 

A significant, positiV1._' in1p,h:t <lll th(· freqtli .. '1ll·y d!Hl -.;;cvcrity of llK'ntaJ health lTiscs. but they 

.\fc not readily avJibblc t>.J inost of rhc individtuls \Vho nci,:d thc1n. 

Properly .ipplied, rlit'St.' g11idcliucs <;b1.)l1ld \\·ork to i1nprove tl1L' qtulity of services for 

people '\Vh1.) arc in or ;ire vulnt..'Lthle to n1cnt:il h~:alth cri-,cs, E1nbeddt..'d in the guidelines 

is the notion rhat crisis services shouid not exist in isobtion; crises ;ire a p.-irt of an 

individual's lit~· experiences and the ,b':.i:.Lincc providt..'d during crisis pt..·riods is part of a 

L1rgcr set of StTvlce:\ and supports providt..'d to the individual. While the value-;, principles 

and infi:astructure rel·onuncnd,nions pn:scnted lh'rC fi)l'l1S on ~Tist:s ;irl(-l·ting people \Vith 

StTrou~ t11l'llLil illnesses. they :1lso have \Vidcr application; they rcfl;:ct µ:t·nerally :1cccpted 

appro:ichcs to \\·orking \Vith individu;th \vho haVt' n1cntal or cn1otional prob]cins, \Vht'thcr 

nr not they arc in crisis. St:irc,J d1fi(·rc·lltly, tlh"Sl' guidelines challenge «ny disjunctur<,' 

bl'.f\VCcn n'sponscs to rncnc1l hc,1ltb crises and n)utin'-' n1cntal ht\1ithc·an'. ~I"ht'Y dcn101Vitratc 

ho\V apprnpriJtc L'Jncrgl'ncy n1cntal ht·,1lth rcspon~e;; should atlinn the principk's of 

n·covt..'ry and resilience rh:tt ;1rc the bcnch111arks for appropri.1tc n1e11Ltl hc:iltlicarc L'Vt'n 

though crisi:-. scenarios 111ay test th:.: application ufthest..' values. 

f;ron1 a practice standpoint, these f..,'Liidclincs ni;ry he n10;..t cft~·ctivcly en;H·t,,d \\'lien 

they ,1rc c1nbcddcd in thL' v;irious quality--control and pcrf<ir111ance--i1nprovcn1cnt 

1ueclL11iis1ns dLit opcrcltt.." \Virhin ,in organiz,1tion. When appropriatt'ly t..·onductcd. qtulity 

control and pt..·rfifftiLtncc,,in1proven1ent pnh:csses should bt..' tL1ta .. drivcn and attuned to 

dt:n101htL1ti11g not only \vhar scgrncnts of the service population ,1rc prnnc to n1cnt,1l 

health cri:-,es. but also \Vh,tt t:1ctors underlie their vulnerability. An ;1dcqu;itc undcrst:inding 

of these f1ctors n .. 'quires 11n1ch n101Y th.u1 the" encounter" d;1t:1 no\V routinely cnllcctcd by 
both hcalth,:arc org:iniz:itious .ind police. f)ata (·ollt'c·tion should ch:arly reflect the prcinisc 

t!L1t incntal hcJlth crises represent problenis iu Clfl' (\vhctht·r individu;d or systc1nic) .ind 

should f:1cllit.1tc' the root-cHl\l' anAlyscs rh,lt .1re required \vhcn siguificaut prl)bk'nh in care 

01.-cur. Si1niL1rly, cLltJ shl)uid be used as tool" for idcnrifY·ing g;ips. dcvclnping rt.'llH.'dics ;1nd 

llh)llit>)ring the in1p;1ct of these rcnit·dit..·s_ l)rovidcp; ;ind provider org,111i1atit1ns should h.lVt' 

,1c-Cl''i\ to thl'SC d:1t:1 fr)r purpose-.; of c'usuring the quality of care and the dppropriatc use of 

n;s,)tffccs. ·it) the L'Xtcnt th:ir thl· l·aust"'i of nicnLtl health cTisc-.; "-''<tl.'nd beyond the doniains 

of ,in crncrg:cncy dcpJrtHJl'_·nt. A ho-.;pital. ;1 1nt•llt.ll bc,dth 'iY\tL'llL a police dcpartn1ent. ;ind! 

nr :i housing .iurhority, ,-LiL1 \Vithuur pt·rsonal idt•ntif],·p; should he rPntincly sh,in·d .t(ros:-, 

sy<;.te1ns. E1ititics hxving oVt..'r'>ight rc:-,ponsibility shuuld ensure th:n thl''St' pl'rf()rl1L1ncc 

i1nprovc1ncnr ,1ctiviric..; Jrl' heing c.irried out ;ind thJt opporntnitit"S .._·xist t()r mi" a1;n1 

cn)ss .. -,y;;rcin an:dysis uf infi)fl11Jtion ,u1d (he irnpk"rncnratiun of to reduce 111cnL1l 

hc:ilth crises. i\nd the p:irtncrship\ bl'tvvccn provider\ and con<;un1crs that ,HT ;1ppropri:1tc in 

the coot ext of individtul cri;..ec; ~hnuld be 111irrorcd ;][ tht' p1.Tl()rntanl'C-i111provcnh:nt !t'Vt'l. 
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In addition to the hunun c1sc fi>r in1proving crisis services, a strong business c,ist' c.in 

be n1adc and data ::.hould be collected ,H:cordinµ;ly (\1rrcnt approaches to 1.:risis services 

nccdlcs;;;ly perpcru:1te reliance on cxp1.:nsivc. latL",,stagl' interventions (such as hospit<1l 

.:n1crgcncy dcpdrtn11..'nts) and on "l'ttings that h,1vc inherent risks fi)r hann for people 

\virh Incntal health needs (fnr in;;;tance,jaib and juvenile justice faciliti1..'S). llcsourct.'S and 

p~Tsouncl that nnght Pdh.'r\visc be av.1ilablc fi)r n1or~' effective, less risky dtH1 lcs-> expensive 

interventions arc IHY\V ch.1nnck'd into these costly ;ind subopti1nal scrtings.'Thc fictors that 

Slhtain Ltt(.:-'>tagc crisis intcrventio1h lll<lY be linked to rci111burscn1cnt pr.1ctiL'CS ,111d pulitic:1l 
considerations, YL't in son1c \VJys the SL'rViCL' -;ystcrn is ir-;cif cornplicic Pcrfi.)rtlLlnL·c,­

i1npn)vcn1l'llt d,nJ. derived tl'on1 on,.tbl··-gruund case experience L-an p,1int a cornpclling 

story ofho-..v "the right services at the right ti111i.·" \Vould look f()f individuals \Vho arc 

currently ,n high risk t~)r future crises. 'These d,1t;\ can also set the stage for CllnL'rt.·te 

LJi.,cus~i<>llS of the l·usts ,1nd tbl· benefits uf changes in pulicil''> governing the provisi,)n .ind 

funding of StTVit·i.'S and supports, 

In shore the .1pproach to cTisis s1..Tviccs niust be f()}·\v:1rd looking Lltht'f th:in 111erely 

real·tivc, \\:ith ~uccess seen JS the ,ibility of the individu.tl scrYed to return to ,J <:table lit\.· in 

the con1n1unity. F __ Jthcr than lc.iding tnerely to ,111 incr1,_·:ise in tht· nun1her ofheds J\';-iihble 

t()r n1cnt:1l hc;iltb ctrL'. it nnht havl' .is ih go;1] ;1 rcduLtion in the nunibt'r of crises a111ong 

pcopk· \\'ith l1lL'!ltal illnes~cs and rhcreJ()rc .1 rcduceli llL'Cd tiJr c'Illl'ff:!;ency Sl'f\'lCl'S. 
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Maui Police to Launch New Crisis Intervention Team I Maui Now 

Maui Police to Launch 
New Crisis Intervention Team 

Updated I l:Ol AM HS'L January 14, 2013 
Posted 09:31 AM HST, January 14, 2013 

l\1aui police, file photo by \\i'endy Osher 

By 'V./ endy Osher 

Page I of I 

The Maui Police Department will launch a new Crisis lnten-'ention Tean1 Program this week, the first of its kind in the state, act:ording to department 
otlicials 

Lieutenant Wayne K lbarra with the Maui Police Department's Community RelatiotL~ Section srud the team \Viii consist of three sergeants, 15 police 
ofticers, one supervising emergency services dispatcher, and one police chaplain 

The inaugural class \viii graduate during a ceremony on Friday afternoon, Jan 18. 2013 

tv1embers of the Crisis Intervention Team received part of their training from Dr Dara Ratnpersad, forensic coordinator, of the l\.1aui Community Health 
Center 

According to Lt Ibarra, the CIT will handle incidenb invo]ying the mentally ill and those in crisis with care and expertise, ensuring that such indh·iduals 
receive a response v.1tich is appropriate to the needs of the person involved 

"11ley are trained to interact with persons who are mentally ill, or are in an emotional crisis, and to de-escalate crisis events and moYe then1 away from 
violent outcon1es \\'henever possible,'' saJd Lt Ibarra 

·'Our dedication and compassion for our people of this community will ah~ays be a priority which gives us the strength and courage to carry out our 
n1ission statement and leaving a legacy for the future generation,'' said Lt lbarra 

http://mauinow.com/2013/0I/14/maui-police-to-launch-new-crisis-intervention-team/ 4/15/2015 
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Third Class Trained as Part 
of Maui Crisis Intervention Team 

Posted 01:55 PM HST, April 3, 2014 

2nd Class - MPD Crisis Intervention Team, 8!9/13_ Photo 
courtesy DL Dara Rampersad, forensic wordinator of the Maui 
Community Health Center. who served as a trainer for the 
progran1 

By V./ endy Osher 

The Maui Police Departn1ent's Crisis Intervention Team will add new members to iL<; list of trained personnel with a third cia<>s to undergo training April 
11-17. 2014 

The program was the fii<>t-of~its-kind in the stall: when it launched with an inaugural tlass in January of last year 

Since then... an additional !9 memb.:rs jumt'.d the kam in August of 2013. bringing to 34 the nwnbt.·:r of patrol officers on the road with specialized 
training in mental health 

The team. trained under the guidance of Maui County Forensic Coordmator Dr Dara Rampersad, utilizes community partnerships ro better respond to 
critical incidents involving individuals with mental illnc..-ss 

Officials with the ~1aui Police Departn1ent say tht: CIT handles incidents involving the 
mentally ill and those in crisis with care and expertise, t:nsuring that such individuals 
receive a response which is appropriate to the needs of the person involved 

Police say the hands--on training addresses respi.>nse to mental health issues, 
identification, assistance, referral and follow up 

In addition to p;.1\ice and dispatchers from the Maui Police Departmt:nt, participants also 
include personnel from the Honolulu Police DepartmenL Hawai-j Polict: Departn1ent 

,- Sheriff's Office, Maui Fire Departmenl l\iaui !'vlemorial Medical Center security staff, 
and the Maui Prosecutor's Office 

•""',\Iau1 . .Vow file video from 1naug11ral CIT graduation 1n Jan 2013 

http://mauinow.com/2014/04/03/third-class-trained-as-part-of-maui-crisis-intervention-team/ 4/ 15/2015 
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Maui P--01ice Chief Gary Yabuta addresses graduates during a cetcmony recognizing 
members-0fthe department's new Crisis Intervention Team. File photo by Wendy 
Osher, Aug 2013, 

Page2of2 

http:/ /mauinow, com/2014/04/03 /third-class-trained-as-part-o f-maui-crisis-intervention-team/ 4/15/2015 
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Top Story 

Saving Lives, Changing 
Communities 
By Laura Usher, NAM/ CIT Program Manager 

In 1986, when Ann Dino's injured son Bubba was 

transported to the hospital in a police car because 

he had a mental illness and the ambulance 

wouldn't take him, she knew things had to change. 

Dino, then the president of NAMI Memphis, turned 

to her good friend and fellow NAMI Memphis 

member at the time, Helen Adamo. Adamo recalls 

meeting with the mayor and asking him, "How 

would you like to read the headline tomorrow, 

'Mentally Ill Man Bleeds Out in the Back of a Squad 

Car'?" 

Dino and Adamo were no strangers to calling the police for help when their sons, both 

living with serious mental illness, were in crisis. Adamo says, ''The first time I called the 

police for my son, they came in with their hands on their guns and their billy clubs and 

they didn't know what to do." 

Adamo wrote a proposal for the mayor and city council, asking them to support training 

for police officers in responding to people with mental illness. Her proposal was based on 

a team created by the Los Angeles police and focused on the need to reduce injuries of 

police officers in responding to mental health crisis calls. While some officials were 

sympathetic, it was a slow going; they pushed the issue for about a year and a half. 

Then, in September 1987, Joseph Robinson was shot and killed by Memphis police. 

http://www2.nami.org/Template.cfm9 Section=top _ story&template=/contentmanagement/c... 4/ 15/2015 
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Robinson's mother had called the police because he was hurting himself in the midst of a 

mental health crisis. Robinson was African American and outrage over the shooting 

rocked the community. 

While community members were calling for the police chiefs resignation, Dino and 

Adamo looked for a different solution. They approached the mayor with the plan for 

police mental health training. While speaking at a city council meeting, Dino recalls the 

crowd pressing against her back. "The police had to escort us out." 

After Robinson's shooting, things moved quickly. The police chief appointed then-Lt. 

Walter Crews to head a community taskforce to come up with a response. The taskforce 

included Dino and Adamo from NAMI Memphis, the heads of the local mental health 

institutes and the Med, the Regional Medical Center at Memphis. In addition, private 

mental health providers clamored to be involved in the program. Dino credits Crews' 

diplomacy with getting all the players working together. 

The taskforce called the new program a crisis intervention team (CIT) and it was built 

around the partnerships developed through the taskforce. Police training was vital to 

program's success, but what made it unique were the personal interactions between 

individuals with mental illness, their families, mental health professionals and police. Dino 

says those interactions helped change the way the whole crisis response system worked. 

"When the officers went to the consumer drop in center and saw consumers who were 

not in a crisis, saw that they were a real person, that was a tremendous help. Then the 

professionals rode in the car with officers on involuntary commitment calls ... It was an 

education for everybody. This is what made it work, for everyone to see everything, 

experience the whole thing." 

After the first CIT training in 1988, Crews handed the reins of the program to Lt. Sam 

Cochran. Dino recalls being nervous that the program would be handed off to a new 

person but, she says, "Sam took it into his heart and soul." 

Twenty-five years later, the Memphis CIT program has had remarkable success - cutting 

injuries to police officers, developing a crisis assessment system for people with mental 

illness, reducing arrests and improving community relations. Its success has inspired 

2,800 communities in 45 states across the country to start CIT programs (/cit). 

Adamo says that it makes all the difference in the world. Years ago, her family moved to 

a small town outside of Memphis, and when she had to call police recently, "I asked the 

officer at the police department, have you had crisis intervention training and he had ... It 

was all the difference in the world. When they come, they know what to do." 

http://www2.nami.org/T emplate.ctin?Section=top _story &template=/contentmanagement/c... 4/15/2015 
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CIT 

Crisis Intervention Teams (CIT) 
Home (http://www.nami.org/template.cfm?section=CIT2) 

Getting Started (http://www.nami.orgfTemplate.cfm? 

Section=CIT & Template=/ContentManagement/ContentDisplay. cfm&ContentlD= 15024 

FAQs (http://www.nami.orgfTemplate.cfm? 

Section=C IT & Template=/ContentManagement/ContentDisplay. cfm&ContentlD= 15050 

CIT for Youth (http://www.nami.org/template.cfm?section=CIT _for_ Youth) 

Find a CIT Program (http://cit.memphis.edu/CitMap/) 

About Us 

The mission of the NAMI CIT Center is to promote the expansion of crisis intervention 

teams (CIT) nationwide. We provide NAMI Affiliates and State Organizations, local law 

enforcement, mental health providers and other community leaders with assistance and 

up-to-date information about implementing CIT programs. We also engage in national 

networking and partnerships to establish standards and promote innovation in the CIT 

movement. 

For more information, or to sign up for our mailing list, email Laura Usher at 

laurau@nami.org (mailto:laurau@nami.org) 

. To subscribe on our e-newsletter, CIT in Action, go to 

www.nami.org/subscribe ( . ./../subscribe) 

and follow the instructions to subscribe to a newsletter. 

http:/ /www2.nami.org/Template .cfrn')Section=CIT&Template=/C ontentManagement/Cont... 4/15/2015 



April 21, 2015 

Guam Statewide Independent Living Council 

c/o Division of Vocational Rehabilitation, DISID 

238 AFC Flores ST., 6th Floor 

Hagatna, Gu 96910 

Mrs. Rosanne S. Ada 

Executive Director 

Guam Developmental Disabilities Council 

130 University Drive Suite 17, Mangilao, Guam 96913 

Dear Mrs. Ada, 

At the last meeting of the Guam Statewide Independent Council, 

your written testimony in response to Bill No. 70-33 (COR) was 

presented during Council consultation about this bill. The Council 

brings to your attention, as well as to the attention of the sponsors of 

the bill, facts regarding the Guam Statewide Independent Council that 

were incorrectly stated in your written testimony. 

The Rehabilitation Act of 1992 federally mandated the establishment 

of a Statewide Independent Living Council, which is a non- profit, 

Governor appointed council, whose mandate is the development and 

implementation of a state plan that addresses independent living for 

individuals with disabilities. We are not specifically mandated to 

establish a registry of individuals with disabilities; however, our plan 

does provide for the collaboration with other organizations and 

agencies to establish a single comprehensive registry with 



subcategories that meet the needs of the various agencies and 

disability groups. The goal activity description for this plan is "The SILC 

and DVR will support and conduct outreach activities through website 

postings, participation in Fairs and other promotional activities." 

As to the establishment of a website, the Council is consulting as to 

the most effective and efficient way to use our funding to make use of 

the internet for our needs. 

I'm attaching a copy of our plan so you can become better informed 

of the activities we are striving to implement. You are always welcome 

to attend the meetings and contribute during the portion to be 

designated for public input, or if GDDC wishes, to formally request to 

meet with us on a particular issue. The Council would be happy to do 

so. We look forward to collaborating on common goals such as this 

with the Guam Developmental Disabilities Council. 

Respectfully, 

Carol Darlow 

Chairperson 



EDDIE B, CALVO 

GOVERNMENT OF GUAHAN 

GUAM DEVELOPMENTAL DISABILITIES COUNCIL 
Ko11sehelo11 Gualiau para i Taotao ni' i'vfaninutet desde ki Z\da11hobe11 

130 University Drive Suite 17, Mangilao, Guam 96913 
Guam Developmental 

Disabi!illes Council 

ROSANNE S, ADA 

RAYMOND TENORIO 
LJ0utL·i1<111l G<)\'0n1(ll 

ERUNDA TYDINGCO 

April 23, 2015 

Mrs. Carol Darlow, Chairperson 
Guam Statewide Independent Living Council 
c/o DfSID Division of Vocational Rehabilitation 
238 Archbishop Fefixberto Flores., Suite 6 
Hagatna, GU 96910 

Dear Mrs. Darlow, 
Thank you for your letter of April 21 which you had personally delivered to my Office on April 
22, 201S at 4:30pm. 

Although your Council is "not specifically mandated" to establish a registry of individuals with 
disabilities, the State Plan for Independent living (SPIL) for Guam for 2014-2016, page 7 did 
state as its "Goal Name: Establish a Comprehensive Registrv for Persons with Disabilities." 

On page 8 The Objective to be achieved is stated: 
"The Guam Statewide Independent living Council (SILC) will collaborate with organizations 
and agencies to include the Division of Vocational Rehabilitation for the utilization of a single 
comprehensive registry with subcategories that meet the needs of the various agencies and 
disability groups." 

The Guam State Plan for Independent living is an approved, and official document for which 
DISID/DVR has assured the federal government that the goals, objectives, and activities shall 
be implemented. I interpret that as the obligation of the designated state agency, 
DISID/DVR, to monitor compliance to the State Plan. 

I conclude that actions to implement the State Plan can be safely identified as a moral and 
civic responsibility of the Division of Vocational Rehabilitation, the designated state agency 
for SILC. The word, "mandate" may be strong, but it is still the responsibility of DVR to 
ensure compliance with the State Plan goals and objectives. Failure to comply is forgivable 
provided reasonable justification. The consequence may be to return federal funds and re· 
allot to the other states and territories. 

Continued: 
Letter to Carol Darlow 

Telephone No.: 1.671.735.9127 • 1.671.735.9128 *Fax No.: 1.671.734.9121 
Email: gddc@gddc.guam.gov 



If you have any questions please call our Office. 

Sincerely yours, 

'ff~/~ 
Rosanne S. Ada 

Attachments (2) 
Pg. 7 SPIL Section 1.1 
Pg. 8, 1.2 Objectives 

Cc 
Senator B.J. Cruz 
Senator N.B. Underwood 
Senator R.J. Respicio 
Benito Servino, Director O!SID 

2015-48 

Page 2 



View SPIL 

Part II: Narrative: Section 1 - Goals, Objectives and Activities 

Section 1: Goals, Objectives and Activities 

1.1 Goals and Mission 

Describe the overall goals and mission of the State's ll programs and services. The 
SPIL must address the goals and mission of both the SILS and the CIL programs, 
including those of the State agency for individuals who are blind as they relate to the 
parts of the SPIL administered by that agency. 

Goal Name:Re-established the Guam Center for Independent Living (CIL) 

Goal Description: 

MISSION: The 2014-2016 Guam State Plan for Independent Living (SPIL) 
is to systematically promote and support self-determination, 
independence, and community integration of persons with disabilities 
living on Guam reflecting the diverse cultural and traditions on Guam: 

GOAL 1 Description: The Guam S!LC and DVR will promote the 
availability of the CIL application for Non-Profit Organization on Guam by 
disseminating information through web postings, public service 
announcements, etc. The Guam S!LC will support the application of a 
qualified and established local Non-Profit Organization(s) to apply for the 
Centers for Independent Living grant upon announcement of grant 
availability by RSA. 

Goal Name:Establish a Comprehensive Guam Registry for Persons with Disabilities. 

Goal Description: 

The SILC and DVR will support and conduct outreach activities through 
website postings, participation in Fairs and other promotional activities. 

Goal Name:Promote and Support an independent living philosophy. 

Goal Description: 

The philosophy of independent living is underdeveloped within the Guam 
community in regards to the availability of supports. 

Goal Name: Improve Data Collection and SP!l monitoring 

Goal Description: 

The SILC will collaborate with at least four disability related organizations 
to conduct a mid-year and annual year review and evaluation of SP!l 
goals and objectives during the grant period. DVR will also provide 
quarterly data reports to the S!LC on services and activities relevant to 
the SPIL. 

Goal Name:Ensure the S!LC membership is fully constituted 

Goal Description: 

Semi-Annually the Guam CIL and DVR will submit names of individuals 
with disabilities to the SILC for nomination. Prior to the close of each 
grant year, the Guam SILC will ensure that the Council recruits members 
to meet the requirement of full participating membership and submit 
nominations, as required, to the Governor for appointment. 

Page 7 of 30 



View SPIL 

Goal Name:The SILC will be knowledgeable of Independent Living philosophy and 
services 

Goal Description: 

DVR and the Guam C!L will support the participation of annual training 
through on-line training (Smooth as S!LC training), local conference 
relevant to the S!LC, the annual SILC Congress, and the annual PacRim 
conference and on-island assistance/training. 

Goal Name:The Guam S!LC will be supported in the goals and objectives 

Goal Description: 

DVR will provide supports such as venue, part-time personnel, 
communications and other materials and activities as appropriate. 

1. 2 Objectives 

1.2A. Specify the objectives to be achieved and the time frame for achieving them. 

Goal ( s) from 
Section 1.-1 

Objective to be achieved Time 
frame 
start date 

Tl me 
frame 
end date 

Page 8 of30 

10/01/2014 09/30/2016 
Re-established 
the Guam Center 
for Independent 
Living (CIL) 

Establish a 
Comprehensive 
Guam Registry 
for Persons with 
Disabilities. 

Promote and 
Support an 
independent 
living philosophy. 

A Guam Non-Profit 
organization will have 
submitted an application 
for the establishment of a 
local Center for 
Independent Living (CJL) 

The SILC will collaborate 
with organizations and 
agencies to include DVR 
for the utilization of a 
single comprehensive 
registry with 
subcategories that meet 
the needs of the various 
agencies and disability 
groups 

SILC wll\ collaborate with 
the Division of Vocational 
Rehabilitation, a new 
Guam CIL, once 
established, the 
Department of Education, 
the Department of Public 
Health and Social 
Services, veteran 
organizations, and other 
disability groups to 
promote the IL philosophy 
and IL services 

10/01/2014 09/30/2016 

10/01/2014 09/30/2016 
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GOVERNMENT OF GUAHAN 

GUAM DEVELOPMENTAL DISABIUTIES COUNCIL 
Konselielon Gua1ian para i Taotao ni' Maninutet desde ki Manltoben 

130 University Drive Suite 17, Mangilao, Guam 96913 
Guam Developmental 

DlsalJililles Council 

EDDIE B. CALVO 
Governor 

ROSANNE S. ADA 
Executive Director 

RA YMONO TENORIO 
Lieutenant Governor 

ERLINDA S. TYDINGCO 
Chair:person 

Senator Nerissa Bretanla Underwood, Ph.D. 
Chairperson, Committee on Early Learning, Juvenile Justice, Public Education, 
And First Generation Initiative 
33'0 Guam legislature 
155 Hesler Place, Suite 104 
Hagatfia, Guam 

May6, 2015 

Reference: Bill No. 70-33 (CORI, An Act to Amend Section 41105 Chapter 41of17 GCA, 
Relative to the Creation of a Registry for Individuals with Olsabllities. 

Dear Honorable Senator Underwood, 

Relative to the aforementioned Bill No. 70-33, I am opposed to establishing a Registry for 
Individuals with Disabilities and designating the Department of Integrated Services for 
Individuals with Disabilities to facilitate and implement the Registry. 

My objections are as follows: 

1. Personal data or information that Identifies a person ls confidential in nature. Examples 
of personal data are telephone numbers, addresses, financial information, photographs, 
satellite images, car registrations, ID numbers, e-mail addresses, health records, etc. 

2. Personal data collected should not be used to justify funding for a government agency. 
Data can be intrusive; it is a violation of the right to privacy, a violation of our civll 
liberties. 

3. It is a human monitoring service. 
4. individuals on the registry can fall prey to evil elements. 
5. Identify of individuals can be stolen. 
6. Assets, bank accounts, credit cards can fall prey to thieves. 
7. Data can be abused by attorneys to file suit agalnst businesses and government 

agencies on,behalf of individuals with disabilities. 

Telephone No.: 1.671.735.9127 • 1.671.735.9128 *Fax No.: 1.671.734.9121 
Email: guamddc@gddc.guam.gov 
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Questions to ask yourself: 

1. Who will have access to the data? 
2. Is the data secured? 
3. How long will the data be stored? 
4. How can we remove our data? 
s. Will the listing be sold to another entity? 

It would be wiser to establish a registry of services for individuals with disabilities similar to the 
Guam GetCare System which was federally fUnded by the Aging and Disability Resources Center 
for five years. In search of programs across the nation, there were benefits cited favoring the 
Registry of Services versus the Registry of Individuals with Disabilities. 

Benefits of Registry of Services for Individuals with Disabilities: 

1. Individuals with disabilities can get special benefits. 
2. A certificate of impairment/disability can be obtained. 
3. Accessible parking permit can be made available. 
4. Individuals can get help and advice they may need. 
s. You may be entitled to travel concessions/benefits. 
6. You can access services quicker. 

I thank you for the opportunity to submit my comments. If you have any questions, please do 
not hesitate to contact our office at 735-9129 or email me at Rosanne.ada@gddc.guam.gov. 

Sincerely, 

~~yr: ~Qcr---

2015-050 
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Senator 
Rory J _ Respicio 

CHAIRPERSON 
tv1Aj{JR!TY LEADER 

Senator 
Thomas CAda 

VICE CHAIRPERSON 
ASSISTANT tv\AJ(JRITY LEADER 

Speaker 
Judith TP, Won Pat, EdD, 

Member 

Vice-Speaker 
Benjamin J,f, Cruz 

i'v1en1ber 

Legislative Secretary 
Tina Rose Muna Barnes 

Member 

Senator 
l)ennis (i, Rodriguez. Jr. 

Member 

Senator 
Frank !3las Aguon, Jr, 

Member 

Senator 
Michael F,Q, San Nicolas 

Mernber 

Senator 
Nerissa Bretania Undenvood 

Member 

V Anthony Ada 
!vi !NORI n· LEADER 

Mary C Torres 
MIN()f:UTY MI!vtBER 

April 16, 2015 

Memorandum 

To: 

From: 

Subject: 

Hafa Adai! 

Rennae Meno 
Clerk of the Legislature 

Senator Rory J. Respicio/ 
lvlajority Leader fr Rules Chair 

Fiscal Notes 

Attached please find the fiscal notes for the bill numbers listed below, 
Please note that the fiscal notes arc issued on the bills as introduced, 

FISCAL NOTES: 
Bill No, 56-33(COR) 

Bill No. 66-33(COR) 
Bill No, 70-33(COR) 
Bill No, 74-33(COR) 

Please forward the same to MIS for posting on our website, Please contact 
our office should you have any questions regarding this matter. 

Si Yu' os nia'iise'! 
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Bureau of Budget & Management Research 
Fiscal Note of Bill No. 70..33 CCOR! 

AN ACT TO AMEND SECTION 41105 OF CHAPTER 41. ARTICLE I OF 17 GUAM CODE ANNOTATED, RELATIVE TO THE 
CREATION OF A REGISTRY FOR INDIVIDUALS WITH DISABILITIES. 

~Agency Appreprialiol! Inlormat>on 

Il.ntJAgency Affected: Integrated S.rvices for Individuals with Disabillties IDepUA!!<tteY Head' llenito Servino, Director 

lnepartment's General Fund ((;F) app!"opriationts) to date: 

Ikpurtment's Other Fund (Specify} appropriation(s) to date: 

Total Department/ Agency Appropriation(s) w dat.: 

Fund Soorce liif<>rmoti<)n of~· Appropriation 

Gweral Fund: 

It\' 2014 Unreserved Fund Ba.Janee ··· .. :.'. '. :.;::_.,.,_;-:'. 

lFY 2015 Adopted Revenues $648.044,542 

lF\' 2015 Appro. \P .L. 32·181 thru 32-Z33) ($648,094,811) 

Sub-total: ($5(),269 

Less appropriation in Bill 1$150,llO(J) 

Tot.al: ($200,269 

-· . 

Es0mated F'-1 lmjract 41 Bill 

For Remainder of 
One Full 

FY 2015 FY 2016 
Fiscal Year 

(if applicable} 

General Fund .. $150,000 

(Specify Special 
$C $0 Fuud) 

Total .. •150000 

l. Does the bW CQDtain "revenue gentrating" provisions? 
If Yes. see attachment 

$83,000 

$( 

,!3000 

2. Is amount appropriated adequate to fund the intent of the appropriation? 

If no, what is the additional amount required? $ ···~···~-. ······~ 
3. Does the Bill est.ablish a new program/agency? 

If yes, will the program duplieaw exi..Ung programst'agencies? 

Js there a federal mandate to establish the program/agency? 
4. Will the enactment of this Bill require new physical facilities? 

FY 2017 

$83,001 

$C 

•s3~ 

I I NIA 
I NIA 

I I NIA 

5. \\'as Fiscal Note toordinated with the affected dept/agency? If no, indicate reason: 
I I Requested agency comments not rett.ived by dtre date I I Other: 

Comments.: 

(Specify Speeial 
Fund): 

$() 

$0 

$-0 

$-0 

$0 

$-0 

FY 2018 

$83,000 

$0 

$83 000 

f I Yes 

IX I Yes 

IX J Yes 
I I Yes 

I I Yes 
I I Yes 
IX I Yes 

!)ate: 

1.245,705 

. 
$1.245,705 

Total' 

${ 

$648.044,.54, 

($648,094.8111 

($50.269 

1$150,000 

($200,269 

FY 2019 

$83,0ill 

$0 

$83.000 

I XI No 

f J No 

I I No 
IX t ~o 
I XI No 
/XI No 

I 1 N-0-

Per DISll), funding requirements for subsequent years to maintain the registry is estimated at a cost of $83,000 armua!Uy t 

continue the program staff, muJtj•media marketing outreach, printing costs, training and maintenance. 

1 I 1 



COM~IITTEE ON RULES 

Senator 
Rory J. Respicio 

(.HAIRPER5()N 

MAJORITY LEADER 

Senator 
Thomas C Ada 

VICE (:HAiftPERS()N 

ASS!SIANT MAJOR! !Y LEADER 

Speaker 
Judith T P. Won Pat, EdJ) 

Member 

Vice-Speaker 
Benjamin J.F. Cruz 

Member 

Tina Rose Muna Barnes 
Member 

S<Cnator 
Dennis G. Rodriguez, Jr. 

Member 

Senator 
Frank Blas Aguon, Jr. 

Member 

Senator 
~lichael F.Q. San Nicolas 

Member 

Senator 
Nerissa [~retania lJndcnvood 

Member 

V. Anthony Ada 
!v1fN()RlTY [f:ADER 

Mary C. Torres 
A·11N<)R! fY MEtv\BER 

April 8, 2015 

Jose S. Calvo 
Acting Director 
Bureau of Budget & Management Research 
P.O. Box 2950 
Hagatiia, Guam 96910 

RE: Request for Fiscal Notes-J?i_UN(ls. 69-33(CORI through 74·331COR) 

!Iafa Adai Mr. Calvo: 

Transmitted herewith is a listing of I Mina'trentai Tres Na Lilteslalumn Gutlha11's 
most recently introduced bills. Pursuant to 2 GCA §9103, I respectfully request 
the preparation of fiscal notes for the referenced bills. 

Si '{u'os n1a'tl::;e' for your attention to tl1is matter. 

Very Truly Yours, 

Senator Rory J. Respicio 
Chairperson or the Committee 011 Rules 

Attachment (1) 

(~c: (~lcrk of the Legislature 



Bill Nos. 

69-33 
(COR) 

70-33 
(COR) 

71-33 (COR) 

72-33 (COR) 

73~33 (COR) 

74-33 (COR) 

Sponsor 

Rory J. Respicio 
NB. Underwood. Ph.D. 

N.B. Underwood .. Ph.D. 
J{ory J_ Respicio 

FRANK B. AGUON. JR 

D. G. Rodriguez. Jr. 

-ro1nn1v 1\. lv1orrison 
F. B. Aguon. Jr. 

F F Blas, Jr. 

B lF Cruz 

Title 

CHAPTER 7 TlTLE I. GUAM CODE ANNOTATED RELATIVE 
TO THE GUAM PUBLIC SCHOOL SYSTElvfS USE OF EASTER 

AND CHRISTMAS BREAKS AS MAKE-UP DAYS fN THE 
SCHOOL CALENDAR 

AN ACT TO AMEND SECTION 41105 OF CHAPTER 41. 
ARTICLE r OF r 7 GUAM CODE ANNOTATED. RELATIVE TO 
THE CREATION OF A REGISTRY FOR INDIVIDUALS WIT! I 

DISABILITIES. 

AN ACT TO REQUIRE THE GOVERNMENT OF GUAM TO 
CONDUCT A HEALTH ASSESSMENT OF ALL PEACF 

OFFICERS PRIOR TO THE IMPLEMENTATION OF PUBl.IC 
I .AW 32-232. RELATIVE TO THE PFACl; OFFICER 

STANDARDS AND TRAINING (POST) PHYSICAL FITNESS 
QlJALIFEC ATfON TEST (PFQT) 

I.AW 32-054 . 
. CLINICAL 

MENTAL llEALTll COUNSELOR EXAM IS TIIE SOLE 
REQUISln: EXAM FOR UCENSURE FOR LICENSED MENTAi 

AN ACT TO STRENGII !EN PUBLIC SAFETY EFFORTS 
TllROUGll Till' INTEGRATION OF SURVEILLANCE 

CAMERAS WJTlllN GUAtvrs EMERGENCY REPORTING 
SYSTEM, BY AMENDING SECTION 12304 OF ARTICLE 3. 

CHAPTER f2. TITLE f2 GUAM CODE ANNOTATED 

TO AMEND SECTION 13. Cl !APTER XII OF PUBLIC 
l8L RELATIVE TO ENHANCING FISCAL DISC!PUNI 

AND EFFICIENCY BY AUTHORIZING TllE EXPENDITURE OF 
FISCAL YEAR 2015 CONTINUING APPROPRIATIONS SUBJECT 

TO SPECIFIC 



CON1~1ITTEE ON RULES 
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Senator 
Rory J. Respicio 

CHAIRPERSON 
M..:-\JORITY LEADER 

Senator 
Thomas C, Ada 

VICE (f-IAIRPtRSON 

ASSISTANT MAJ(1RITY LEADER 

Speaker 
Judith T.P. Won Pat. Ed.D. 

Member 

Vice-Speaker 
Benjamin J.F. Cruz 

Member 

Legislative Secretary 
Tina Rose Muna Barnes 

Member 

Senator 
Dennis G. Rodriguez. Jr. 

Member 

Senator 
Frank Blas Aguon, Jr. 

Member 

Senator 
Michael F.Q. San Nicolas 

Member 

Senator 
Nerissa Bretania Underwood 

Member 

V. Antl1ony Ada 
M!NORl1Y LEADER 

Mary C Torres 
MINORITY MEMBER 

April 6, 2015 

MEMORANDUM 

To: Rennae Meno 
Clerk of the Legislature 

Attorney Therese M. Terlaje 
Legislative Legal Counsel 

From: Senator Rory J. Respicio· 
Chairperson, C'on1nliftee 011 Rules 

Subject: Referral of Bill No. 70-33(COR) 

As the Chairperson of the Committee on Rules, 1 am forwarding my referral 
of Bill No. 70-33(COR). 

Please ensure that the subject bill is referred, in my name, to the respective 
committee, as shown on the attachment. 1 also request that the same be 
forwarded to all members of 1 Mina'trentai Tres Na Liheslaturan Guahan. 

Should you have any questions, please feel free to contact our office at 472-7679. 

Si Yu'os ,\1a'iise! 

Attachment 



Bill 
NO. SPONSOR 

N.B. Underwood, Ph.D. 

Rory J. Respicio 
70-33 
(COR) 

Bil! Introduced/History 

4/6/2015 4:18 PM 

I Mina'Trentai Tres Na Lilteslaturan Received 
Bill Log Sheet 

DATE DATE 
TITLE INTRODUCED REFERRED 

AN ACT TO AMEND SECTION 41105 OF 04/03/15 04/06/15 

CHAPTER 41, ARTICLE 1 OF 17 GUAM CODE 3:01 p.m. 

ANNOTATED, RELATIVE TO THE CREATION 

OF A REGISTRY FOR INDIVIDUALS WITH 

o•c A BILITI"" 

PUBLIC DATE 
CMTE HEARING COMMITTEE 

REFERRED DATE REPORT FILED FISCAL NOTES 

Committee on 

Appropriations and 

Adjudication 
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FIRST NOTICE of Public Hearing - April 16, 2015 

Dani Reyes <danireyes@senatorbjcruz.com> Thu, Apr 9, 2015 at 11: 10 AM 
To: PH Notice <phnotice@guamlegislature.org> 
Cc: "Senator Rory J. Respicio" <cor@guamlegislature.org>, "Sergeant-at-Arms {Legislature)" 
<sgtarms@guamlegislature.org>, Management Information System <mis@guamlegislature.org>, Clerks 
<clerks@guamlegislature.org> 

Please see attached the CORRECTED first notices. Please note that the fourth item on the agenda 
should read as Bill 74-33. 

April 9, 2015 

MEMORANDUM 

To: All Members I All Senators 

From: Vice Speaker Benjamin J.F. Cruz, Chairman 

Re: FIRST NOTICE of Public Hearing -April 16, 2015 

Ht!lfa Adai! The Committee on Appropriations and Adjudication will conduct a Public Hearing of Bills 
beginning at 10:00AM on Thursday, April 16, 2015, in the I Liheslatura Public Hearing Roomwith the 
following schedule: 

10:00AM • Public Hearing of Bills 

• Bill No. 66-33 (COR)-F.B. Aguon, Jr. "An act to amend §2101. 1(!) and §2101.3 of Chapter 2, Title 5 
of the Guam Code Annotated relali1.e to recognizing the independence of the Judiciary of Guam relati1.e 
to the receipt of Federal funds." 

• Bill No. 66-33 (COR) - B.J.F. Cruz - "An act to amend Section 2(11)(AF) of Chapter I and Section 1 of 
Part I, Chapter II of Public Law 32-181: to add a new Section 17 to Part I, Chapter II of Public Law 32· 
181: and to amend Section 22425(q) of Chapter 22, Title 5 of the Guam Code Annotated; relati1.e to 
appropriating start-up funds from the Territorial Educational Facilities Fund for the Guam Department of 
Education (GDOE) early childhood education program/pre-kindergarten program and to provide 
additional funds to the GDOE for its operations as a result of the enactment of Public Law 32-219." 

• Bill No. 10-33 (COR) N.B. Underwood, Ph.D. I R.J. Respicio - "An act to Amend Section 41105 of 
Chapter 41, Article 1 of 17 Guam Code Annotated, Relati1.e to the registry for Individuals with 
Disabilities." 

• Bill No, 74-33 (COR) - 8.J.F. Cruz - "An act to amend Section 13, Chapter XII of Public Law 32-181; 
relati1.e to enhancing fiscal discipline and efficiency by authorizing the expenditure of fiscal year 2015 
continuing appropriations subject to specific requirements." 

(The links provided above, as sho~vn in the boldfaced and underlined text. direct to the respective PDF documents posted on the Guam 

Legislature website. For direct access, go to littpJ/v1ww_guaffiegisfature,org,- bills are found under Bitls > Introduced> 33rri). 

Testimonies may be submitted via hand deli1.ery to the Office of Vice Speaker Benjamin J.F. Cruz at the Guam 
Legislature; via postal mail to 155 Hesler Street. Hagatna Guam 96910: via facsimile to 477-2522: or via e-mail 
to senaior@senatorbjcruz.com. Please submit testimonies at least one day prior to the date of the hearing. 

https:l/mail .g oog le.com/maillu/1/?ui = 2&ik= ce85dccdeb&1Aew= pt&q = 7(} 33%20fi rst%21lnotice&q s=true&searclr-q uery&m;g = 14c9bbb5caef9f11 &si m = 14c9bbb5. . . 112 



5/20!2015 Senator BJ Cruz Mall • FIRST NOT1CE of Public Hearing -April 16, 2015 

All go1.ernment activities, programs, and services are accessible for people with disabilities in compliance with 
Title II of the Americans with Disabilities Act (ADA), Should you or interested parties require assistance or 
special accommodations to fully participate in this public hearing, please contact Mr, Carlo J, Branch at the 
Office of the Vice Speaker at 477-2521 or via e-mail at carlo.branch@senatorbjcruz.com. 

We look torward to your attendance and participation. 

cc: COR 
Sgt-at-Anns 
MIS 
Clerks 
Media 

Dani Reyes 
Policy Analyst 

Vice Speaker Benjamin J.F. Cruz 
I Mina'trentai Tres na Uhes/aturan Guahan 
T 671-477-2520 IF 671-477-2522 
http I /W\WV. senatorbjcruz. corn 

2 attachments 

~ FIRST NOTICE MEMO PH 04162015.pdf 
901K 

~ FIRST NOTICE PR PH 04162015.pdf 
' 894K 

https:llmail.google.comlmail/ul11?tJ=2&i""ce85dccdeb&~'2V'Fpl&q=7033%20first%20notice&qs=true&search=query&msg=14c9bbb5caeffif11&sim=14c9bbb5... 212 



VICE SPEAKER BENJAMIN J.F. CRUZ 

Committee on Appropriations and Adjudication \ 

senator®senatorbjcruz.com I www .S€natorbjcruz.com 

\ I Mina'trentai Tres na Uheslaturan Guahan 

THE 33RD GUAM LEGISLATURE 

155 fiesler Place, Suite 107, Hagiitfla, Guam 96910 

T: (671) 477-2520/1 I F (671) 477-2522 

April 9, 2015 

MEMORANDUM 

To: All Members/ All Senators 
From: Vice Speaker Benjamin J.F. Cruz, Chairman 

Re: FIRST NOTICE of Public Hearing - April 16, 2015 

Hafa Adai! The Committee on Appropriations and Adjudication will conduct a Public 
Hearing of Bilfa beginning at lO:OOAM on Thursday, April 16, 2015, in the I U/teslatura 
Public Hearing Room with the following schedule: 

lO:OOAM 
• 

• 

• 

• 

Bill No. 56-33 (COR) - F.B. Aguon, Jr. - "An act to amend §2101.l(f) and §2101.3 of 
Chapter 2, Title 5 of the Guam Code Annotated; relative to recognizing the 
independence of the Judiciary of Guam relative to the receipt of federal funds." 
Bill No. 66-33 (COR) - B.J. Cruz - "An act to amend Section 2(ll)(AF) of Chapter 1 
and Section 1 of Part I, Chapter II of Public Law 32-181; to add a new Section 17 to 
Part I, Chapter II of Public Law 32-181; and to amend Section 22425(q) of Chapter 22, 
Title 5 of the Guam Code Annotated; relative to appropriating start-up funds from 
the Territorial Educational Facilities Fund for the Guam Department of Education 
(GDOE) early childhood education program/ pre-kindergarten program and to 
provide additional funds to the GDOE for its operations as a result of the enactment 
of Public Law 32-219." 
Bill No. 70-33 (COR) - N.B. Underwood, Ph.D. / R.J. Respicio - "An act to amend 
Section 41105 of Chapter 41, Article 1 of 17 Guam Code Annotated; relative to the 
registry for Individuals with Disabilities." 
Bill No. 74-33 (COR) - B.J. Cruz - "An act amend Section 13, Chapter Xll of Public 
Law 32-181; relative to enhancing fiscal discipline and efficiency by authorizing the 
expenditure of Fiscal Year 2015 continuing appropriations subject to specific 
requirements. 11 

Testimonies may be submitted via hand delivery to the Office of Vice Speaker Benjamin J.F 
Cruz at the Guam Legislature; via postal mail to 155 Hesler Street, Hagiitna Guam 96910; 
via facsimile to 477-2522; or via e-mail to senator@senatorbjcruz.com. Please submit 
testimonies at least one day prior to the date of the hearing. 

All government activities, programs, and services are accessible for people with disabilities 
in compliance with Title II of the Americans with Disabilities Act (ADA). Should you or 
interested parties require assistance or special accommodations to fully participate in this 
public hearing, please contact Mr. Carlo J. Branch at the Office of the Vice Speaker at 477-
2521 or via e-mail at carlo.branch@senatorbjcruz.com. 

We look forward to your attendance and participation. 



VICE SPEAKER BENJAMIN J.F. CRUZ 

Committee on Appropriations and Adjudication i 
senator@senatorbicruz.con1 I iA'Ww-senatorbicruz_com 

FOR lMMED!A TE RELEASE 
April 9, 2015 

.\\ I Mina'trentai Tres na Liheslaturan Guahan 

- \ THE 33RD GUAM LEGISLATURE 

155 Hesler Place, Suite 107, Hagt\tila, Guam %910 

T (671) 477'2520/1 IF (671) 477-2522 

FIRST NOTICE OF PUBLIC HEARING 

In accordance with the Open Government Law, PL 24-109, relative to notice for public 
meetings, let this release serve as five (5) days' notice for a Public Hearing by the 
Committee on Appropriations and Adjudication scheduled on Thursday, April 16, 2015, 
in the Guam Legislature Hearing Room in Hagatfia, on the following: 

lO:OOAM 
• Bill No. 56-33 (COR) - FB. Aguon, Jr. - "An act to amend §2101.l(f) and §2101.3 of 

Chapter 2, Title 5 of the Guam Code Annotated; relative to recognizing the 
independence of the Judiciary of Guam relative to the receipt of federal funds." 

• Bill No. 66-33 (COR) - B.J. Cruz - "An act to amend Section 2(1I)(AF) of Chapter I 
and Section 1 of Part [, Chapter II of Public Law 32-181; to add a new Section 17 to 
Part I, Chapter II of Public Law 32-181; and to amend Section 22425(q) of Chapter 22, 
Title 5 of the Guam Code Annotated; relative to appropriating start-up funds from 
the Territorial Educational Facilities Fund for the Guam Department of Education 
(GDOE) early childhood education program/ pre-kindergarten program and to 
provide additional funds to the GDOE for its operations as a result of the enactment 
of Public Law 32-219." 

• Bill No. 70-33 (COR) - N.B. Underwood, Ph.D. / R.J. Respicio - "An act to amend 

Section 41105 of Chapter 41, Article 1 of 17 Guam Code Annotated; relative to the 
registry for Individuals with Disabilities." 

• Bill No. 74-33 (COR) - B.J. Cruz - "An act amend Section 13, Chapter XII of Public 
Law 32-181; relative to enhancing fiscal discipline and efficiency by authorizing the 
expenditure of Fiscal Year 2015 continuing appropriations subject to specific 
requirements." 

Testimonies may be submitted in person to the Office of Vice Speaker Benjamin J.F Cruz at 
the Guam Legislature; by postal mail to 155 Hesler Place, Hagatf\a Guam 96910; by 
facsimile to 477-2522; or by e-mail to senator@senatorbjcruz.com. Copies of written 
testimonies received at least one day before the scheduled date will be available at the 
hearing. 

Individuals requiring assistance or special accommodations should contact Mr. Carlo J. 
Branch at the Office of the Vice Speaker at 477-2521, or by e-mail at 
carlo.branch@senatorbjcruz.com. 

### 
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SECOND NOTICE of Public Hearing - April 16, 2015 

Dani Reyes <danireyes@senatorbjcruz.com> Tue, Apr 14, 2015 at 9:30 AM 
To: PH Notice <phnotice@guamlegislature.org> 
Cc: Management lnfonnation System <mis@guamlegislature.org>, "Senator Rory J. Respicio" 
<cor@guamlegislature.org>, "Sergeant-at-Arms (Legislature)" <sgtanns@guamlegislature.org>, Clerks 
<clerks@guamlegislature.org> 

April 14, 2015 

MEMORANDUM 

To: All Members I All Senators 

From: Vice Speaker Benjamin J.F. Cruz, Chainnan 

Re: SECOND NOTICE of Public Hearing -April 16, 2015 

Hafa Adai! The Committee on Appropriations and Adjudication will conduct a Public Hearing of Bills at 
10:00AM on Thursday, April 16, 2015, in the I Liheslatura Public Hearing Room with the following agenda: 

1 O:OOAM - Public Hearing of Bills 

• Bill No. 56-33 (COR) - F.B. Aguon, Jr. - "An act to amend §2101. 1(1) and §2101.3 of Chapter 2, litle 5 of 
the Guam Code Annotated; relatil.€ to recognizing the independence of the Judiciary of Guam relati1.e to 
the receipt of federal funds." 

• Bill No. 66-33 (COR) - B.J. Cruz - "An act to amend Section 2(11)(AF) of Chapter I and Section 1 of Part I, 
Chapter ff of Public Law 32-181; to add a new Section 17 to Part I, Chapter II of Public Law 32-181; and to 
amend Section 22425(q) of Chapter 22, litle 5 of the Guam Code Annotated; relati1.e to appropriating start­
up funds from the Territorial Educational Facilities Fund for the Guam Department of Education (GDOE) 
early childhood education program/pre-kindergarten program and to prolide additional funds to the GDOE 
for its operations as a result of the enactment of Public Law 32-219." 

• Bill No. 70-33 (COR) - N.B. Underwood, Ph.D. I R.J. Respicio - "An act to amend Section 41105 of 
Chapter 41, Article 1 of 17 Guam Code Annotated; relati1.e to the registry for lndiliduals with Disabilities." 

• Bil! No. 74-33 (COR)- B.J. Cruz - "An act amend Section 13, Chapter XII of Public Law 32-181; relatil.€ 
to enhancing fiscal discipline and efficiency by authorizing the expenditure of Fiscal Year 2015 continuing 
appropriations subject to specific requirements." 

(The links provided above, as shown in the boldfaced and underlined text, direct to the respective PDF docurrents posted on the Guam 

Legislature website. For direct access, go to http_!IF-1ww guarri!egisfature org; bills are found under Bills > kttroduced > 33rd}. 

Testimonies may be submitted lia hand delil.€ry to the Office of Vice Speaker Benjamin J.F. Cruz at the Guam 
Legislature; lia postal mail to 155 Hesler Street. Hagatt'ia Guam 96910; lia facsimile to 477-2522; or lia e-mail to 
senator@senatorbjcruz.com. Please submit testimonies at least one day prior to the date of the hearing. 

All gol.€mment actilities, programs, and serlices are accessible for people with disabilities in compliance with 
litle II of the Americans with Disabilities Act (ADA). Should you or interested parties require assistance or 
special accommodations to fully participate in this public hearing, please contact Mr. Carlo J. Branch at the 
Office of the Vice Speaker at 477-2521 or lia e-mail at com. 

We look forward to your attendance and participation. 

https://ma!I ,g oog !e.com'rnail/u/1/?ui= 2&i k= ceSSdccdeb&v! e.rv= pt&q = 70.-33o/o20secondo/o20llotice%120notice&q s= true&sear ch= q uery&ms:g = 14cb51f24f50281e&s. _ _ 1/2 
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cc: COR 
Sgt-at-Arms 
MIS 
Clerks 
Media 

Dani Reyes 
Policy Analyst 

Senator BJ Cruz Mail- SECOND NOTICE of Public Hearing -April 16, 2015 

Vice Speaker Benjamin J.F. Cruz 
I Mina'trentai Tres na Lihes/aturan Guahan 
T 671-477-2520 IF 671-477-2522 
http://www.senatorbjcruz.com 

2 attachments 

SECOND NOTICE PR PH 04162015.pdf 
895K 

~ SECOND NOTICE Memo PH 04162015.pdf 
901K 

https:l/mail.google.com'mail/ul11?ui=2&ik=ce85dccdeb&~evFpt&q=7033%20second%20notice%20notice&qs=true&search=query&msg=14cb51f24f50281e&s. 212 



VICE SPEAKER BENJAMIN J.F. CRUZ 

Committee on Appropriations and Adjudication 
senator@senatorbjcruz.com ! wi.-vv..r_senatorbjcruz.com 

\ I Mina'trentai Tres na Lihes/atnran Guahan 
THE 33RD GUAM LEGISLATURE 
155 Hesler Place, Suite 107, 1-lagAtila, Guam %910 

T (671) 477·2520/l IF (671) 477·2522 

April 14, 2015 

MEMORANDUM 

To: All Members/ All Senators 
From: Vice Speaker Benjamin JT Cruz, Chairman 

Re: SECOND NOTICE of Public Hearing - April 16, 2015 

Hdfa Adni! The Committee on Appropriations and Adjudication will conduct a Public 
Hearing of Bills at lO:OOAM on Thursday, April 16, 2015, in the I Uheslatura Public 
Hearing Room with the following agenda: 

lO:OOAM 
• 

• 

• 

• 

Bill No. 56-33 (COR) - F.B. Aguon, Jr. - "An act to amend §2101.l(f) and §2101.3 of 
Chapter 2, Title 5 of the Guam Code Annotated; relative to recognizing the 
independence of the Judiciary of Guam relative to the receipt of federal funds." 
Bill No. 66-33 (COR) - B.j. Cruz - "An act to amend Section 2(Il)(AF) of Chapter I 
and Section 1 of Part I, Chapter II of Public Law 32-181; to add a new Section 17 to 
Part I. Chapter II of Public Law 32-181; and to amend Section 22425(q) of Chapter 22, 
Title 5 of the Guam Code Annotated; relative to appropriating start-up funds from 
the Territorial Educational Facilities Fund for the Guam Department of Education 
(GDOE) early childhood education program/ pre-kindergarten program and to 
provide additional funds to the GDOE for its operations as a result of the enactment 
of Public Law 32-219." 
Bill No. 70-33 (COR) - N.B. Underwood, Ph.D. / R.J. Respicio - "An act to amend 
Section 41105 of Chapter 41, Article 1 of 17 Guam Code Annotated; relative to the 
registry for Individuals with Disabilities." 
Bill No. 74-33 (COR) - B.J. Cruz - "An act amend Section 13, Chapter XII of Public 
Law 32-181; relative to enhancing fiscal discipline and efficiency by authorizing the 
expenditure of Fiscal Year 2015 continuing appropriations subject to specific 
requirements." 

Testimonies may be submitted via hand delivery to the Office of Vice Speaker Benjamin J.F 
Cruz at the Guam Legislature; via postal mail to 155 Hesler Street. Hagatfia Guam 96910; 
via facsimile to 477-2522; or via e-mail to senator@senatorbjcruz.com. Please submit 
testimonies at least one day prior to the date of the hearing. 

All government activities, programs, and services are accessible for people with disabilities 
in compliance with Title II of the Americans with Disabilities Act (ADA). Should you or 
interested parties require assistance or special accommodations to fully participate in this 
public hearing, please contact Mr. Carlo J. Branch at the Office of the Vice Speaker at 477-
2521 or via e-mail at carlo.branch@senatorbjcruz.com. 

We look forward to your attendance and participation. 



VICE SPEAKER BENJAMIN J.F. CRUZ 

Committee on Appropriations and Adjudication 
senator@senatorbicruz.com I v.·ww.senatorbicruz.com 

I Mina'trentai Tres na Lihes/aturan Gutl:han 

THE 33RD GUAM LEGISLATURE 

155 Hesler Place, Suite 107, Hagatl'ia, Guam 96910 

T (671) 477-2520/1 I Fo (671) 477-2522 

FOR lMMEDIA TE RELEASE 
April 14, 2015 

SECOND NOTICE OF PUBLIC HEARING 

In accordance with the Open Government Law, P.L 24-109, relative to notice for public 
meetings, let this release serve as forty-eight (48) hours' notice for a Public Hearing by the 
Committee on Appropriations and Adjudication scheduled on Thursday, April 16, 2015, 
in the Guam Legislature Hearing Room in Hagati\a, on the following: 

lO:OOAM 
• 

• 

• 

• 

Bill No. 56-33 (COR) - F.B. Aguon, Jr. - "An act to ame11d §2101.l(f) and §2101.3 of 
Chapter 2, Title 5 of the Guam Code Annotated; relative to recognizing the 
independence of the Judiciary of Guam relative to the receipt of federal funds." 
Bill No. 66-33 (COR) - B.J. Cruz - "An act to amend Section 2(Il)(AF) of Chapter I 
and Section 1 of Part I, Chapter II of Public Law 32-181; to add a n<ew Section 17 to 
Part[, Chapter II of Public Law 32-181; and to amrnd Section 22425(q) of Chapter 22, 
Title 5 of the Guam Code Annotated; relative to appropriating start-up funds from 
the Territorial Educational Facilities Fund for the Guam Department of Education 
(GDOE) early childhood education program/ pre-kindergarten program and to 
provide additional funds to the GDOE for its operations as a result of the enactment 
of Public Law 32-219." 
Bill No. 70-33 (COR) - N.B. Underwood, Ph.D. / R.J. Respicio - "An act to ammd 
Section 41105 of Chapter 41, Article 1 of 17 Guam Code Annotated; relative to the 
registry for Individuals with Disabilities." 
Bill No. 74-33 (COR) - B.J. Cruz - "An act amend Section 13, Chapter Xll of Public 
Law 32-181; relative to enhancing fiscal discipline and efficiency by authorizing the 
expenditure of Fiscal Year 2015 continuing appropriations subject to specific 
requirements." 

Testimonies may be submitted in person to the Office of Vice Speaker Benjamin j.F Cruz at 
the Guam Legislature; by postal mail to 155 Hesler Place, Hagati\a Guam 96910; by 
facsimile to 477-2522; or by e-mail to senator@senatorbjcruz.com. Copies of written 
testimonies received at least one day before the scheduled date will be available at the 
hearing. 

Individuals requiring assistance or special accommodations should 
Branch at the Office of the Vice Speaker at 477-2521, 
carlo.branch@senatorbjcruz.com. 

### 

contact Mr. Carlo J. 
or by e-mail at 
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VICE SPEAKER BENJAMIN J.F. CRUZ 

Committee on Appropriations and Adjudication 

senator@senatorbjcruz.com I www .senatorbjcruz.com 

.\ I Mina'trentai Tres na Liheslaturan Guahan 
THE 33RD GUAM LEGISLATURE 

155 Hesler Place, Suite 107, f-iag3tfia, Guam 96910 

T: (671) 477-2520/l I F: (671) 477-2522 

PUBLIC HEARING AGENDA 
Thursday, April 16, 2015 

Guam Legislature Public Hearing Room • Hagatfia, Guam 

lO:OOAM 

PUBLIC HEARING OF BILLS 

Bill No. 56-33 (COR) - EB. Aguon, Jr. - "An act to amend §2101.l(f) and §2101.3 of 
Chapter 2, Title 5 of the Guam Code Annotated; relative to recognizing the 

independence of the Judiciary of Guam relative to the receipt of federal funds." 

Bill No. 66-33 (COR) - B.J. Cruz - "An act to amend Section 2(II)(AF) of Chapter I and 
Section 1 of Part I, Chapter II of Public Law 32-181; to add a 1ww Section 17 to Part I, 
Chapter II of Public Law 32-181; and to amend Section 22425(q) of Chapter 22, Title 5 

of the Guam Code Annotated; relative to appropriating start-up funds from the 
Territorial Educational Facilities Fund for the Guam Department of Education 
(GOOE) early childhood education program/ pre-kindergarten program and to 

provide additional funds to the GDOE for its operations as a result of the enactment 
of Public Law 32-219." 

Bill No. 70-33 (COR) - N.B. Underwood, Ph.D. / R.J Respicio - "An act to amend 
Section 41105 of Chapter 41, Article 1of17 Guam Code Annotated; relative to the 

registry for Individuals with Disabilities." 

Bill No. 74-33 (COR) - BJ Cruz - "An act amend Section 13, Chapter XII of Public 
Law 32-181; relative to enhancing fiscal discipline and efficiency by authorizing the 

expenditure of Fiscal Year 2015 continuing appropriations subject to specific 
requirements." 


