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WV Developmental Disabilities Council

Initial Comments for Participants, Families, and Advocates
Re:
MR/DD Waiver Manual Working Draft
December 13, 2005
The Department of Health and Human Resources, Bureau for Medical Services posted the draft manual on its web site on Friday afternoon, December 9.  It will hold the first of its public meetings to gather input from stakeholders Thursday, December 15.  Due to this very short time frame, there is very little opportunity for families to read this document (which is over 100 pages long), digest it, and form responses to the many proposed changes.  Therefore, the DD Council has chosen to concentrate this set of comments on issues that most directly affect persons on the Waiver and their families.  The Council will produce and make available to stakeholders an analysis of the entire draft manual over the next couple weeks.   


The proposed policies in this draft document highly restrict or eliminate the provision of training services to individuals by their family members. For many children there would be an elimination of habilitation services entirely.  Further restrictions are proposed for other related services as well.  These include the use of Adult Companion Service, Transportation, Respite Care, and Crisis Services.


The analysis below contains the language from the draft manual sections.  Each section is followed by the Council’s comments in bold type face.
502.6 SERVICE EXCLUSIONS

· Pg. 500-12: “Court Appointed Guardian cannot be reimbursed for service pursuant to WV Code §44A1-8(a) (under research)”

· Pg. 500-12 “Legally Responsible Adult cannot be reimbursed for services except for Community Residential Habilitation Services that are considered “extra-ordinary.”    More on the extra-ordinary care assessment tool later, BUT WHAT ABOUT TRANSPORTATION SERVICES?
503 MEMBER ELIGIBILITY

· Pg. 500-12 Eligibility has now gone from the original two steps (medical and financial) to three steps in the last Chapter 500 writing to four steps in this re-write.
503.1 APPLICATION


Initial Application Packet

· Pg. 500-13 More documentation has been added for submission in an initial application packet.  How much documentation is truly necessary to determine a person does, in fact, have a developmental disability and qualifies for Waiver services?  What is the purpose of adding more documentation requirements?  Who gets to determine when the Department has overstepped its bounds in requiring information on a person?

· Pg. 500-14  “An eligible applicant will be enrolled into the Waiver program once the allocation is available.”  It is still very unclear how this complies with Benjamin H. vs. Joan Ohl.
Medical Eligibility Criteria

· Pg. 500-14 Diagnosis

· Pg. 500-15 Functionality “The presence of substantial deficits must be supported by all of the documentation submitted for review, i.e., the IEP, Occupational Therapy evaluation, narrative descriptions, etc.)

· Pg. 500-16 Active Treatment

· Pg. 500-16 Level of Care

FOUR criteria areas for determining medical eligibility?  And one incorrectly written piece of documentation could make a person ineligible?  

509 DUAL PROCESSES FOR TRANSITION TO INDIVIDUAL WAIVER BUDGET
· Pg. 500-23 “ASO conducts an independent assessment in collaboration with the member (and member’s legal representative, if applicable)”  In response to the numerous comments received about being repeatedly assessed, the Department has added this one.  More are added later in the document.
510 INTERDISCIPLINARY TEAM (IDT) COMPOSITION

· Pg. 500-24  Required members of the team are spelled out here, although in Section 513.19, Pg. 500-72, this team is referred to as a “circle of support” who develop a “person centered plan.”  This is CONTRARY to the person centered planning process and circles of support!
· Pg. 500-24 “Team members may participate in the Interdisciplinary team through video conferencing.  Teleconferencing is not acceptable. (under research)”  Do all agencies that serve people on the Waiver have video conferencing capabilities, and how would families be able to participate from their homes?

512.1 PAYMENT AND LIMITATIONS
· Pg. 500-26 The Council finds it to be very demeaning that a hospitalized adult needing support staff would be required to access “respite care” rather than “adult companion” services.  This would appear to indicate an adult who doesn’t live with family members would need “respite” from him or herself…

513.2 RESIDENTIAL HABILITATION
· Pg. 500-32 “Residential Habilitation cannot replace the routine care and supervision which would be expected to be provided by a legally responsible care taker, or for activities or supervision for which payment is made by a source other than Medicaid.”  Routine care and supervision as determined by whom?  How? 
513.2.1 COMMUNITY RESIDENTIAL HABILITATION

· Pg. 500-32 “A legally responsible adult may only be reimbursed for services that have been identified as necessary in the Extraordinary Care Assessment.”  This means family members cannot provide services to their family member if the score on the form does not meet the program’s criteria for what is “extraordinary care.”  This tool is very restrictive and does not appear to be developmentally appropriate.  The proposed policy does not recognize the importance of early, in-home habilitation of children who have significant developmental disabilities.  It also does not recognize the critical role family members play in providing these services when agency personnel are not available.
Note that as stated in section 513.2.2, these services will not be able to be provided by an agency either. 
PROVIDER QUALIFICATIONS
· Pg. 500-33 Residential service providers must have a Criminal Investigation Background Check (CIB).  This refers to family members who are providing Community Residential Habilitation services!  Who will pay for this?  What happens if something shows up on the background check?
DOCUMENTATION

· Pg. 500-33 “Residential Habilitation providers must maintain detailed documentation (e.g., progress notes, daily activity logs) for residential sites in the center’s chosen format….” AND
· Pg. 500-34 “Community Residential Habilitation providers must complete the Residential Habilitation Tracking Form (DD-8) and the Community Residential Habilitation Documentation Form (DD-12).  THE DD-12 IS A FORM THE DEPARTMENT ALREADY HAS KNOWLEDGE OF BEING UNDULY BURDENSOME, AS SOME FAMILIES HAVE REPORTED HAVING TO COMPLETE UP TO 80 PAGES PER MONTH ON THE FAMILY MEMBER FOR WHOM THEY PROVIDE SERVICES.  What could possibly be the purpose of “detailed documentation in the center’s chosen format” AND the DD-8 AND the DD-12?
SERVICE RESTRICTIONS

· Pg. 500-34 “Routine monitoring or support is not considered assistance in Community Residential Habilitation services.”  Routine monitoring or support as determined by who?  How?  What does this actually mean?
513.2.2 AGENCY RESIDENTIAL HABILITATION

· Pg. 500-34 SERVICE LIMITS: “A member, who has a legally responsible adult may only receive habilitation services that have been identified as necessary in the Extraordinary Care Assessment.”

DOCUMENTATION

· Pg. 500-36 Agency Residential Habilitation providers do not have to fill out as much documentation as Community Residential Habilitation providers (families) do.  (See earlier comment.)  Why is this?
SERVICE RESTRICTIONS
· Pg. 500-36 “A maximum of 8 hours per day (32 units) may be provided to a member…..Residential Habilitation monitoring and supervision in a family home or a Specialized Family Care Home (SFCH) may not be provided by a family member or the SFCP and requires an explanation of why the family supports are not available to the member for the purpose of night-time monitoring.”  Again, monitoring and supervision of an adult family member with a developmental disability living at home with family IS extraordinary care!  Why would such support be denied families?

ADULT COMPANION SERVICES


Adult Companion Level 1 Conditions of Contracting
· Pg. 500-37 The conditions imposed here, and again on Pg. 500-60 for Respite Care Level 1, seem designed to guarantee these levels cannot be utilized by families.  These levels were originally designed to give families some flexibility in finding providers of these services more readily.

513.15 RESPITE CARE


DEFINITION 

· Pg. 500-58 “Respite is not intended for routine day care.”

SITE OF SERVICE

· Pg. 500-59 “A licensed day care program (for children only on a short-term basis)……When a parent of a minor child must work, the routine day care of the member is the responsibility of the parent and is not an eligible service activity for respite care.”  THERE IS NO SUCH THING AS ROUTINE DAY CARE FOR A CHILD WHO QUALIFIES FOR THIS PROGRAM!  
513.16 SKILLED NURSING SERVICES (still open to further research)


SERVICE LIMITS

· Pg. 500-60 “The member is not eligible for separate respite or habilitation services if the member receives 8 hours or more hours of skilled nursing services per day.”

· Pg. 500-61 “NOTE: Eight (8) hours or more of nursing services per day requires the completion of the ‘Nursing Acuity/Psychosocial Grid.’ See Nursing Services provided Eight (8) hours per day for detailed score requirements per hours of nursing services.”  TWO MORE ASSESSMENTS!

SERVICE RESTRICTIONS

· Pg. 500-63 “Nursing services are not intended to replace the natural supports of the member.  Nursing is considered supportive to the care provided to an individual by the individual’s family, foster parents,….”  and
· “Members requiring ongoing nursing care due to the intense medical need of the member and nursing activities that cannot be performed by a non-medical, non-licensed nursing staff will be not be eligible for respite services.  Nursing care will be considered “respite” care for the family.”   What is a “non-medical, non-licensed nursing staff” and what “nursing activities” CAN they perform?  Why are families whom this program requires to have nursing services being restricted from having respite services?

NURSING SERVICES PROVIDED EIGHT (8) HOURS PER MORE PER DAY: requires all of the following:  Pg. 500-63-64. This includes a physician’s plan of care and a nurse’s plan of care, along with the Nursing Acuity Grid/Psychosocial Grid assessments.

Service Restrictions:
· Pg. 500-66 “Nursing services are not intended to replace the natural supports of the member.”

“Available only to MR/DD Waiver members over the age of 21.  Children under 21 years of age must access nursing service by means of the Medicaid State Plan and are not eligible for MR/DD Waiver Nursing services.  The West Virginia Medicaid program has contracted with West Virginia Medicaid Institute (WVMI) to prior authorize this service for individuals under 21.”  Among other concerns, what happens to the member who IS 21?  These guidelines refer to those “under 21” and those “over 21.”  AS OF THIS WRITING, THE COUNCIL HAS NOT BEEN PROVIDED WITH THE NURSING SERVICES AVAILABLE UNDER THE MEDICAID STATE PLAN TO KNOW WHAT CHILDREN UNDER 21 YEARS OF AGE CAN RECEIVE.
513.18 CRISIS SERVICES (service becomes effective 07-01-2006)
SITE OF SERVICE

· Pg. 500-71 “This service may not be provided in settings such as natural family, specialized family care, and an adoptive family home.”  WHY?  Would this service not also be of benefit to the person and his or her family?  Why would members who live with their family not be able to access a service that might preclude their hospitalization?
ATTACHMENTS

The only attachment provided in this document is Attachment 14, Assessment to Determine Extraordinary Care.  The Council has serious concerns about this assessment tool.  Please look at it carefully.  Although it is designed to rate the level of assistance needed by an individual to accomplish skills listed, many skills cannot even be rated, depending on member’s age.  The developmental range deemed “non applicable” for rating purposes are not “typical” developmental milestones.  For instance:

Page 1 – ambulation and mobility cannot be assessed prior to 20 months of age. 

Page 2 – Personal Care Skills, most cannot be assessed prior to age 4 although “typically developing” children can do many of these things with minimal assistance, semi-independently, or even independently.

Page 3 – Daily Living Skills, most cannot be assessed prior to age 7.  Again, “typically developing” children CAN do these things with some degree of independence prior to age 7.

Page 4 – Communication Skills, again, the ages when members can begin to be assessed are unnaturally high.

Overall, this tool appears to be designed to assure that most children, prior to at least age 7, will no longer be eligible for services under the Waiver program.  Besides setting very high age limits to begin assessing assistance needs, this policy change does not recognize that it is imperative to provide habilitation services to children for whom it is known from birth will need continuous assistance throughout their lives.
In summary, the restrictions and other changes proposed in this manual will adversely affect many participants and will serve to move the system of service for people with developmental disabilities backwards toward a facility/institutional based system.  This is not in the best interest of the member, their family, nor, fiscally, the state of West Virginia.
When the DD Council expressed its serious concerns about the current Chapter 500 manual, we were assured many of those issues “would be fixed in the next re-write.”  We would encourage you to review those comments on our website (www.wvddc.org) and determine for yourselves if they have been fixed.  

