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DEDICATION Margaret Mary “Maggie” Gallagher 

This report is dedicated to the memory of Maggie Gallagher.  Maggie passed away unexpectedly on December 11, 2007 at the age of 15.  Maggie lived a full and happy  life despite the many challenges she faced.  She loved school.  She loved to swim. She loved parties and dances. She loved her bowling league.  She loved to watch TV in  the nook of her Dad’s arm.  She loved life.   The Gallagher family received a variety of supports from existing programs for children. These supports were essential in  meeting the many challenges their family faced in caring for a child with multiple  severe disabilities and medical issues.  However, the Gallagher’s knew that as  Maggie grew older the supports would change or end, and caring for her as they  aged would  be more and more difficult.   
This study was in part undertaken in response to the initiative of Maggie and her family to prepare for the day when she and others like her would turn 22. That day will not come for Maggie, but it will come for many others like her. It was often said that Maggie showed the power of the powerless to light the way with love and joy. Let her memory light the way for decision-makers and those who dedicate themselves to the support of this most vulnerable population. 
Message from Commissioner Elin Howe

I established this Task Force to provide the Department with information, guidance and recommendations about how we as an agency can best respond to the emerging needs of young adults who require ongoing intensive medical supports and develop the right combination of community based supports. The work of this Task Force is important and timely and aligns well with the Commonwealth’s Community First initiatives. I want to express my sincere appreciation to all of the Task Force members and the co-chairs for their time, dedication and contributions. In particular, I want to acknowledge the many family members involved who willingly shared their experiences, expertise and thoughtful advice which enriched the work of the Task Force.  This has been a great example of the power of collaboration and the benefits of partnership between parents and state agencies working together toward a common goal.

Task Force members
Janet Rico, Co-chair; parent; Clinical Assistant Professor, Simmons College
Richard O’Meara Co-chair; Regional Director, Department of Developmental Services

Julie Peck, grandparent; member of DDS Statewide Family Support Council

Dan and Colleen Gallagher, parents

Alice Flynn, parent

Carolyn Brennan, parent; Family Lives

Trina Bigham, parent; Family Partnerships of the Southeast;  member DDS Statewide Family Support Council
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Julie Lufkin-Purtz, North Shore ARC
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Margaret Van Gelder, Department of Developmental Services, Central Office

Victor Hernandez, Department of Developmental Services, Central Office, 688/T22
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Carolyn & Michael
I am often torn when asked to describe the life my family has forged with my son Michael.  How does one describe living a life so unlike the lives lived by people with typically developing children, a life that even those who are close to me do not understand because it is beyond their understanding unless they live it?   There are no activities involving Michael’s that aren’t either more complex or more expensive than for my typically developing children. Simply getting Michael into the car for an activity takes 45 minutes, compared to the 2 minutes it might take to take my typically developing children out. Not a moment of my family’s life is spontaneous.  It is planned.  Back-up plans are put into place. Then there are the back-ups to the back-ups that have to be considered.  Then, when those carefully laid plans fail, my family regroups and begins the process again, hoping we will have another opportunity to do the same thing in the future. 

We brought Michael home in March of 1986 to die.  He is now 24-years old, carries 23 diagnoses, has 16 doctors, takes 78 different medications, has any number of agencies assisting him in his fight to remain in his community, requires nursing intervention at least every 5 – 10 minutes that, if not done would threaten his life and, at 126 pounds, is totally dependent for all of his daily care.  His only purposeful movements are minimal hand movements that allow him to weakly squeeze objects and an uncanny ability to light up a room with his smile.  Yet, using only those, he is able to communicate with those around him and to positively impact the lives of each and every person who is fortunate enough to be in his presence.  How would I describe our lives?  I and each and every member of my family would describe our lives as fulfilling, joyful, and so enriched by having Michael in our lives that, even if we were given the option of doing it all over again without Michael, we would choose to have him in our lives.  When he was 5-years old, my now 19-year-old son described his brother perfectly to his kindergarten class. “My brother Michael is really hard to take care of, but very easy to love.”  

Michael has been the catalyst for positive change throughout his life.  He is responsible for the fact that I am now a nurse and running a company caring for other families with similar needs.  He is responsible for my husband’s career change to that of attorney.  His presence has instilled in my daughter the gift of seeing abilities rather than disabilities and a recognition that all disabilities can be lessened simply by seeing the person, not the disability.  Michael is the reason that my son understands what dignity is and seeks to ensure that people with disabilities are given the respect that they deserve, advocating not only for his brother, but for community members with and without disabilities.  It is my family’s belief, that if every person was fortunate enough to have a teacher of disability as exceptional as my son Michael, they would learn and understand the positive impact that people with disabilities, regardless of severity, can have on their communities. 




--Carolyn Brennan, Michael’s mom.
1. Introduction/Committee

In October 2007, Commissioner Elin Howe convened a Task Force charged with assessing the state’s population of children with mental retardation and complex medical needs in order to plan for their transition to adult services. Rick O’Meara, Southeast Regional Director of DDS and Janet Rico, a parent of a child with specialized needs and a professor in the nurse practitioner graduate program at Simmons College, co-chaired the committee. 

The knowledgeable and enthusiastic members represented a cross section of stakeholders including family members, EOHHS personnel across various state agencies and private provider organizations. Parents of children with intensive medical needs comprised six on the committee. Staff from the Family Partnership Program, North Shore Arc and Community Case Management (CCM) were represented as well as a representative from DPH and Mass Health. DDS staff included ten members from DDS Central, Regional and Area offices.

The Task Force worked collaboratively to address the following:

· Define the population

· Identify population demographics

· Identify existing and needed family supports for those living at home

· Describe service models and supports for those requiring out of home placement

· Articulate issues (policy, regulatory, legal, historical)  affecting interagency collaboration, resource integration and program implementation

· Formulate service delivery recommendations
2.  Defining the population

 After lengthy committee discussion and with input from a variety of sources including programs from other states, our Task Force arrived at the following definition of “medically fragile” adults:

Any individual eligible for adult Department of Mental Retardation (DDS) services who meets one or more of the following criteria:

· Presently receiving in-home nursing or eligible for MassHealth continuous nursing services (CNS) as authorized through Community Case Management (CCM) Program;

· Diagnosed with chronic, potentially life threatening medical condition(s) requiring skilled nursing assessments and daily technological and/or medical interventions from trained family, support staff, or health professionals.
3.  Demographics of the population to be served

The demographic data is necessary to forecast the numbers transitioning to adult services each year. It had been a challenge to identify a single method that will provide reliable information. There are many sources that, when combined, can provide us with an accurate picture. Data was obtained from the following sources:

DOE

T22 data base

Mass Hospital School

Children and adults eligible for and receiving Community Case Management (CCM)

Children currently supported the DDS Medically Intensive programs

DDS area offices

Pediatric Nursing homes*

*While recognized as a source of information, people residing at Pediatric Nursing facilities are not included in our planning statistics within this report.
A subcommittee was established to identify an efficient and credible method of identifying people who meet the “medically fragile” criteria.  This is critically important for DDS transition planning.  A survey of individuals between the ages of 15 and 25 (Table 1) was conducted by DDS to determine how many people were already known by area offices.  This information was then cross-referenced with other data sources, such as Community Case Management and additional MassHealth databases.

Two hundred and ninety seven people between the ages of 15 and 25 were identified by the DDS area offices. We then compared the lists with Mass Health and Community Case Management. The area offices were familiar with all of the people identified from each non-DDS source. Specifically, there was no one on the CCM or Mass Health lists that was not identified through the DDS survey. It is reasonable to conclude that the best source of information for planning comes directly from DDS. It is probable that individuals and families are ultimately directed to DDS through its network of services and supports, and all 297 people had gone through the DDS eligibility process. If this is the case, then we do not have to be concerned with various and complex methods of outreach and cross-referencing. However, it is recommended that CCM and DDS regional and area staff, and family support agency staff meet at least on an annual basis. The purpose of these meetings would be to review and share demographic and other information, and ensure that staff from each organization represented is cognizant of available services in order to better serve individuals and families.  
Observations from our survey include the following: 

· We predict that an average of about thirty people per year will transition to adult services. 

· The numbers of people identified increase during the transition years of 18 to 22, most likely the result of Chapter 688 reporting requirements.
· Of the 297 people 221 /74% are at home with their family; 76 /26% live out of home.

· Of 240 people under 22, 182 lived at home; 58 lived out of home.

· Of 57 people over 22, 39 lived at home; 18 lived out of home.

	Region
	Number
	Total %
	*MA

Census

%

	CW
	108
	36%
	26.1%

	Metro
	70
	24%
	25.3%

	NE
	50
	17%
	24.1%

	SE
	69
	23%
	24.5%

	TOTAL
	297
	100%
	100%


Table 1: Medically Complex per Region (ages 15-25)
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Table 2: Current Distribution of Turning 22 through FY 2015
[image: image7.jpg]



Table 3: Distribution by Area Office (ages 15-25)

4. Living at Home with Family
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As previously mentioned, 221 (74%) of individuals between the ages of 15 and 25 live at home with family. Families report that services they receive throughout the childhood years are for the most part, responsive, helpful, and important. It is critical that many of these supports continue uninterrupted to ensure a seamless transition to adult services, and that additional supports associated with the growth of the individual and the aging of the parent/caregiver be provided. Some of the supports we identified do continue, uninterrupted; others do not. Transition can be a tumultuous time for a family. 

The Task Force has identified services and supports deemed high priority for continuation, additional supports that will be necessary, and enhancements to existing structures such as case management and day services. These include the following, with discussion: 

A. In Home Staffing Support 
B. Case Management
C. Day Service Options 
D. Financial 

E. Transportation 
F. Home Adaptation/Equipment
G. DDS Family Support
H. Caregiver Rest and Rejuvenation

I.  Medical Supports
. 

A. In Home Staffing Support 
In home assistance is critical for families with medically fragile children. Supports are available, including MassHealth programs such as; PCA, Continuous Nursing Services (CNS), Adult Foster Care (AFC), and Home Health services (nursing aides, PT, OT, speech therapy). These supports are very helpful; however, the availability of trained, knowledgeable, compassionate, and reliable individuals to provide the supports, particularly continuous nursing, is limited. In some areas, there are insufficient nurses knowledgeable in the field to cover shifts. A nursing shortage negatively impacts the capacity of families’ ability to care for their children at home. 

Recommendations:

1. Strategize re: nursing shortage. Consider funding for training and/or encourage students to go into nursing; loan forgiveness, or other program inducements. 

2. Discussions with MassHealth and DDS regarding expansion of existing models to support adults living at home with families. 

3. Explore what Medicaid/Medicare may provide to make sure it is available and adequate. 

4. Permit home providers or other knowledgeable medical personnel (e.g. EMT’s) to receive training (e.g. Medication Administration Program) in order to meet certification and skill requirements.
B. Case Management
Louisanna DeAndrade from Brockton, MA was in her second year at Newbury College in Brookline, studying Healthcare Management when she discovered she was pregnant. She left school as her morning sickness affected her grades. Her daughter Samiyah was born at just 26 weeks gestation in January of 2006. She fought for her life, unable to breathe or eat on her own, for the next 15 months in the NICU and PICU between New England Medical Center and Franciscan Hospital for Children. She needs a trach in her throat to breath and a G-tube to eat. When she returned in April of 2007 she needed nursing care. They live in Brockton in a one bedroom apartment less than 500 square feet. They desperately needed a bigger apartment as Louisanna was pregnant with her second child. One of her nurses asked if she could help by calling a program funded by the Massachusetts Department of Mental Retardation. The nurse worked with this program before, knowing it was very helpful to families caring for children with complex medical needs. She made the call and referred the family to Family Partnerships of the Southeast.
Trina Bigham, program coordinator of Family Partnerships of the Southeast worked with the family to identify services and programs that would benefit their family.
They applied to the Catastrophic Illness in Children's Relief Fund (CICRF) for Samiyah's hospital stay and received $50.00 per day for a total of over $22,000.00.
Living in a tiny 1 bedroom apartment in Brockton, the family was desperate for a bigger place. Trina connected them with a new city sponsored housing development in New Bedford for first time home buyers. Once qualified by the bank, the individuals were entered into a housing lottery and as fortune would have it, Louisanna and her family was picked and able to purchase a brand new, three bedroom home, using some of the CICRF money for a down payment.
Trina has also assisted the family in navigating the maze of services available such as obtaining transportation, durable medical equipment and supplies, therapies, etc. 
 This is one of the most important services identified by families. There are two successful models that families report having a high degree of satisfaction: Community Case Management (CCM), and DDS’s Medically Fragile Partnership Programs.

Community Case Management (CCM) is a MassHealth program administered through Commonwealth Medicine, the public service division of the University of Massachusetts Medical School.

Community Case Management provides MassHealth members and their families with a single eligibility entry point to coordinate medically necessary, community long-term care services—from continuous nursing services to durable medical equipment. CCM nurse case managers work directly with members and their families to ensure MassHealth services are coordinated, authorized, and delivered in a timely fashion. By streamlining the authorization process for obtaining MassHealth services and openly collaborating with all relevant agencies, CCM develops service plans unique to each child and family. 

CCM gives Mass Health members and their families access to a range of community long-term care services through a single phone call to a CCM Nurse Case Manager. CCM then works to support the child’s long term care needs by coordinating all medically necessary MassHealth services and identifying any other services the child receives: conducting a comprehensive needs assessment; authorizing nursing, DME and personal care services as needed; developing a service plan; working with other agencies as needed; and ensuring MassHealth is the payer of last resort.

 If a child has been determined eligible for CCM services prior to age twenty two, the member may choose to continue to have CCM coordinate their MassHealth services after age 21. This is a valuable service and should continue. However, if the member was not determined eligible for CCM prior to age 22, the member cannot enroll with CCM after age 21. 
There remains, however, a segment of the population that does not meet the eligibility criteria for CCM services, yet do meet the definition of “medically fragile” as defined by our committee.  These are children (and adults) living at home who receive PCA, and possibly skilled nursing visits but who do not require, and are not eligible for, continuous nursing services.  MassHealth regulations require an individual be determined eligible for continuous nursing services prior to the age of 22 in order to participate in the highly valued and critical CCM program. This leaves many other needy individuals and their families without case management services, including access to a "single point of entry"  for coordination  and authorization of all MassHealth community services that are medically necessary, such as PCA, DME, oxygen and respiratory equipment,  home health, etc.. Because these individuals do not qualify for participation in CCM, they, and their families, must coordinate and obtain medical services on their own without the benefit of a case manager who is knowledgeable about the needs of the individual and his/her family and who can navigate the complex medical system to ensure the individual's medical needs are met in a timely manner. The lack of CCM case management increases the burden on these families and may result in undue stress on the individual and the family, resulting in the possibility of a more restrictive placement outside of the home. 

Recommendations:

1.  Permit access to CCM services for adults who meet the criteria, but who were not enrolled in CCM prior to age twenty-two. 

2.  Explore the possibility of expanding the eligibility for CCM services for those children and adults who meet the definition of “medically fragile” to also include those individuals who receive specialized nursing and PCA services.

The Medically Fragile Family Partnership Program, funded by DDS in each of its regions, is a family-driven model of care and support that embraces the commitment of the Department to caring for children with significant cognitive, physical, and complex health care needs. This service provides comprehensive wrap-around supports to families whose children are between the ages of 3 and 18 who are DDS eligible and living at home with their families.

Recommendation: 
Expand eligibility for this service to individuals meeting criteria between the ages of 18 and 25 and add additional staff in each region in response to the increased demand for the service.  [The Commissioner has already allocated resources for this recommendation to go forward].
C. Day Program
DDS Funded:  
Lauren is a 19 year young lady who has a dream to live with a friend in her own place, go to college, make money, volunteer to help others and have friends. She wants what any young adult does. 

However she faces significant challenges due to mitochondrial disease which has caused a severe movement disorder called Dystonia, seizures, failure to thrive requiring GT feeds, choking, aspiration, as well as the inability to speak or have any voluntary purposeful movement, or provide ANY self care. She relies on her nurses, personal care attendants and parents for her medical management and safety as well as every aspect of her daily life.

The challenge of pursuing her transition into the community from school is overwhelming. The necessary support systems- staff, nursing, transportation, physical access, a place for rest and privacy throughout the day—not to mention the acceptance and respect of her interests—make this process overwhelming. But we will not give up; we are committed to developing a quality of life for Lauren and will seek out creative, excited, innovative people who are willing to imagine this as a reality.

This is the life we have given her as a child, and we believe she should have the opportunity to continue to live a full rich life full of new experiences and rewarding opportunities. 





--Linda and Gary Suprenant, Laura’s parents

A current challenge faced by families and DDS staff is the availability of suitable day options to address the unique needs faced by individuals and families. Complications arise in providing a day service with sufficient and flexible medical supports given the unpredictable health risks of this vulnerable population. For example, it may not be possible for an individual to attend a day program every day within a typical day program schedule. Health risks, daily or seasonally, may impact program attendance, the family schedule, the availability of nursing coverage at home, the day program, and billing issues for the provider.  We must also recognize the importance of choice and strive to make options as available to these individuals as we do with others who have less intensive medical needs.  

We must be careful not to assume that everyone needs, wants, or will fit into a Day Habilitation model. It is possible that some individuals with intensive medical needs may also be seeking employment, for example. Some families may desire in-home models. Unfortunately, needed therapists are very hard to find to provide this service in alternative environments. DDS should consider flexible options to support individual and family preferences. There is willingness, if not the resources, in the provider community, to create flexible support models geared for this population.

  MassHealth Funded:
Currently, MassHealth Day Habilitation regulations require nursing treatment needs of enrolled individuals be met by the program. However, this low incidence population of people with very complex needs has created some legitimate concerns about a program’s ability to do so within the current reimbursement framework.  Nursing support above what currently exists in most programs would be necessary. While additional nursing may seem like the logical approach, there are some concerns and obstacles inherent with this approach. Given the low incidence of this population, there may not be an adequate concentration of need to justify additional nursing support/expense in a single day habilitation program. There are concerns as to whether the day habilitation nurse could meet the medically intensive needs of these individuals on a daily basis, especially if the nurse or his/her back-up is unfamiliar with the highly specialized care needs of the person.  When added to the additional concerns about staff recruitment and retention, the need to effectively respond to the issue of reliable and skilled nursing becomes paramount. Another issue that has been identified is the need to provide “in-home” day program models for individuals who are not medically able to attend site based day habilitation programs. The “mobile” day habilitation model has proven successful for some individuals, such as Rolland class members, and people placed from facilities. This would fund day services within the family home and provide a critically important option for many.

Recommendation:

Amend day habilitation regulations to permit the nurse who is already authorized to provide continuous nursing services to the medically complex member to provide CNS in the day habilitation program.                         

For those who require additional skilled nursing supports, the Task Force recommends permitting those individuals to bring their own private duty nurse with them. The hours would come from the daily approved (CCM) hours for the individual or via a newly developed reimbursement mechanism. The Task Force recommends this approach over several other options for the flexibility that it provides to the individual and family, which is of paramount importance, and because the nurse is already very familiar with the unique care needs of the individual and can respond quickly to changing circumstances. 
There is not a consistent, approved, regulatory procedure for this; although there are examples of this happening across the state. There are several advantages to this recommended approach. It offers maximum flexibility. A child will need nursing whether attending the day program, or if he/she must remain home for health reasons. The individual’s nurse would always be available regardless of the setting. This would have a positive impact on another issue that concerns the committee: nursing recruitment and retention. A predictable and reliable schedule for the nurse would help with this. Another advantage is that the nurse would always be familiar with the individual and his/her needs, ensuring continuity of care, and ultimately less unnecessary emergency room visits. Therapies can be transferred from home to day program and vice versa. The nurse would also be able to attend medical appointments. Additionally, the need for a nurse on a transportation vehicle has been a significant obstacle to attendance. This approach would also solve that problem. 

There are also some areas of concern with this option. They are not insurmountable but are worthy of mention. Issues of scope of authority, responsibility, and liability of the Day Habilitation program with a nurse who is not their employee would have to be resolved. There may be disparate rates of pay and benefits between private duty nurses, and the Day Habilitation nurse(s). Questions of billing, for example whether this service is “duplicative” would need to be addressed as well. Some Day Habilitation programs are unionized, which might also present issues. 
Recommendation:

Develop a day habilitation “medically intensive” level of need profile and higher reimbursement level to support enhanced nursing coverage. 

The advantage of this approach for this very low incidence population is that it would not deplete the approved nursing hours available to the family that would otherwise be used to support the individual while attending the day program.  The day habilitation program would be adequately reimbursed to provide highly specialized and dedicated nursing services.  It is also possible that if a program served a large enough population of people who met criteria, specialized “medical rooms” could be developed within a day habilitation program, creating even more cost efficiencies and in the long run, higher quality and consistent care. 

Recommendation:

Create the availability of “mobile” day habilitation services for those individuals who are unable to attend a community, site based program.
Recommendation:

Reliable transportation to day programs and the creation of a “special” PT-1 approval process.
Create a PT-1 specific for this group. The individuals would be on a single trip (a vehicle just for them and their nurse). This would keep their day shorter as it would be a direct in and out without stops for others. If they needed to have reduced day - i.e. a 1/2 day program or needed to go home early for a specific reason or they became ill, the vendor would be able to accommodate.  It is also possible that local EMT/Paramedic or firefighters could serve as transportation aides in lieu of nurses where possible. 

Recommendation:

Explore the possibility of creating or expanding a LEA/DDS Collaborative Model. 

Encourage DDS, centrally and locally, to meet to discuss willingness of educational collaboratives to provide adult services to DDS consumers. Many family members expressed a high degree of satisfaction with a collaborative’s ability to adequately serve their children prior to entering adult services. There are several models that could be explored by considering multiple funding streams such as DDS and Mass Health. There are some collaboratives successfully providing services to adults, and these should be studied for possible replication. 
D. Financial

“I attended a meeting with government officials and other human services organizations. The discussion turned to medication administration during the night shift and work issues faced by parents of children with complex health care needs. An agency representative said, “I don’t see the issue.  When my children are sick, I have to get up to give them their medications and I need to take time off to take them to the doctor.”  I remember thinking, hmmm, getting up once or twice a night for 10, or maybe even 20 days doesn’t seem to compare to my medically complex son’s needs.  

During the night when I don’t have support, I need to begin or end a respiratory treatment every 30 minutes, administer his naso-gastric medications twice a shift, administer his feeding once during the shift, check his gastric pH 2 times per shift and decide, based on the result, whether he needs additional medication and if the answer is yes administer the medication, suction his airway every 5 – 60 minutes, perform CPT twice, turn him to prevent skin breakdown every 1 – 2 hours, be alert enough to react at a moment’s notice and then get ready to go to work in the morning……and I will do it every day for as long as  my son is alive. 

During the past 12 months, either my husband or I have left work early or missed an entire day approximately 87 times for the following reasons:  lack of nursing supports, hospitalization,  physician appointments, team meetings, and required meetings with DDS, CCM, and the adult foster care program.  In addition, we made frequent telephone calls to obtain necessary equipment, to update physicians on Michael’s condition and formulate care plan modifications, to pharmacies for medication orders, to durable medical equipment suppliers to order supplies and follow-up on supplies that have not been received, to insurance companies and to the myriad of other people involved in his life. We also coordinate all the providers to ensure that Michael gets his needed services and to prevent denials before they happen so we can avoid hearings whenever possible.  Finally there is the preparation time for each of the meetings mentioned above because we are afraid, based on history, that if we are not prepared and do not have the right documentation, our son might lose vital services.

I think that the people determining service levels should spend some time in the extraordinary shoes of the loving families who take on daily challenges similar to mine.  More extraordinary, these families do it with a grace and dignity that is truly inspiring.  















-Carolyn Brennan, Michael’s mom.
There are many extraordinary costs associated with caring for a family member with medically intensive needs. While families report that the Kaileigh Mulligan program administered by MassHealth and DDS Family Support are essential to the family, as well as the SSI program for eligible children over 18, there are many expenses not covered by insurance that drain a family’s financial resources. The economic impact on a family is further exacerbated by the frequent need for one of the primary caregivers to stay at home or at the very least, reduce his or her hours of employment. It truly becomes a “double-hit” economically for many families. A partial list of these unique expenses includes:

1. Lost wages due to need for a parent to be at home.
2. Injuries and health issues, loss of sleep etc. sustained by caregivers that effect their ability to maintain employment.
Seltzer et al. (2001) documents lower rates of employment and participation in social activities for parents of children with developmental disabilities. A 2000 national survey of 2200 families of children with special heath care needs, done in collaboration with Family Voices and Brandeis University, found 40% of these families were experiencing financial problems. Almost two thirds of these parents reported they had cut back on their employment or stopped working to care for their child. 
3. Gas usage due to need for wheelchair accessible van (therefore cannot switch to a more fuel efficient vehicle. Repair and maintenance costs of wheelchair accessible vans are higher due to customized parts.

4. Insurance premiums (MassHealth also assists with insurance premiums).
5. Medical and home care items and equipment not covered by insurance or MassHealth (e.g. vitamins, experimental medications, special diets, etc.).
6. Added electric costs (25%) due to running equipment (i.e. cooling, ventilators, g-tube pumps suction machines, air conditioners). Washing machines and dryers also use added electricity. Overnight awake interventions and care preclude decreased electric use at night.   Electric discount plans are income eligible and most families do not qualify. Additionally, utility bills need to be in the name of MassHealth member to qualify for assistance.

7. Added fuel costs for home heating (some medically complex children have temperature instability and difficulty maintaining their body temperatures).

8. Increased water and sewer bills due to increased laundry.

9. Cost of garbage disposal of items inclusive of diapers and medical supplies.

10. Increased wear and tear on homes –wheelchair use in home, upkeep on ramps.
11. High cost of adaptive clothing, toys, and other day-to-day items that require specialized modification.
	
	

	Sizes
Child Small, Child Regular
and Adult Small

Color
White

SmartKnit AFO Pricing
Child Small / Child Regular
$ 10.99 a pair
$ 59.99 / 6 pair
$ 110.99 / 12 pair

Adult Small
$ 16.99 a pair
$ 95.99 / 6 pair
$ 179.99 / 12 pair
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Offered by KeepingPace,
developed & manufactured  by Knit-Rite

• Specially sized for AFOs
• Extra length to extend beyond the top of the brace
• High Stretch Lycra spandex yarns conform to the anatomy and reduce skin pressure
• Completely seamless toes
• Anti-microbial with X-Static, anti-fungal fiber; eliminates athlete's foot fungus, dermatitis, etc.
• CoolMax yarns for optimum moisture management 




E. Transportation for Family Use

Transportation is a necessity to family life. The cost of a wheelchair accessible van is substantial and results in a significant financial burden for families. Vehicles can cost up to $50,000, commonly have expensive maintenance and repair costs, and will likely need to be replaced several times over the life of the individual. Financial assistance may be available to families; however, there are many more options available for families when the individual is still a child. One such program, the Catastrophic Illness in Children’s Relief Fund, will help families with children under age 22 based on income, but families with adult children are not eligible. This is a reimbursable support, which means families must upfront funds, ranging upward toward tens of thousands of dollars. Families are often not in a position to upfront this kind of money to take advantage of this opportunity. 

Organizations such as the Knights of Columbus also provide some assistance regardless of age.  There are some private organizations that also offer limited assistance. This would be an area where case managers should categorize available resources for families, complete with eligibility and income criteria. 

Recommendations:

1.  Advocate expanding the eligibility guidelines for the Catastrophic Illness in Children’s Relief Fund (CICRF) to make it available to adult children living at home with their families.
2. There is a need to explore and develop alternative funding mechanisms to assist families in meeting the extraordinary costs of obtaining and maintaining accessible wheelchair vans.  This should include exploring funding by the relevant state agencies, inclusion of this service in Home and Community-Based Waiver Programs, possible expansion of eligibility criteria for the Catastrophic Illness in Children Relief Fund, and pursuit of creative public-private partnerships. 
F. Home Adaptations/Equipment
In order for children to live at home, especially as they and their parents get older, home modifications and adaptive equipment are often essential to the maintenance of the family. These modifications provide essential assistance with accessibility, bathing, showering, and especially with lifting. Many home modification and loan programs are available to families with younger and adult-aged children (e.g. Knights of Columbus, Easter Seals, Adopt a Ramp of New England).  While these resources exist, there is no one centralized clearinghouse where families can go to review eligibility criteria and obtain application materials. In addition, there is one critical program, the Catastrophic Illness in Children’s Relief Fund (CICRF), which is only available for children under 22 years of age.  Also, this program is income-eligible on a sliding scale.  Parents report the CICRF as being one of the most important and reliable sources of assistance for equipment and home adaptations, and its current unavailability as a resource for adults is a major obstacle.  
Recommendations:

1. Create a centralized resource pool, including a web-based clearinghouse of all private and public home adaptation/equipment resources available to families with clear eligibility and application information

2. Advocate expanding the eligibility guidelines for the Catastrophic Illness in Children’s Relief Fund (CICRF) to make it available to adult children living at home with their families.
G.  DDS Family Support Programs 

These programs are flexible, and can often meet family needs as other resources and childhood supports diminish. Families report evidence of good practices and solutions to complex problems, though inconsistently in all situations or in all geographic areas. DDS Family Support programs often fill the gaps left when other entitlements or supports diminish as children become adults. 

(We will need to review this section upon resolution of the DDS FY10 Budget).

H. Caregiver Rest and Rejuvenation
“Depending on the nature and severity of the disability, many parents of special needs children find that the prospect of coordinating services, arranging for child care, and providing an appropriate educational setting is overwhelming. Even affluent parents and those with strong familial support find it difficult to care for disabled children, particularly when there are other children in the family. And with a divorce rate of 84% among families with disabled children, many women end up with the primary responsibility of caring for most of the child's needs.” Areva D. Martin, Esq. 
Areva D. Martin, Esq. is a Harvard-trained attorney,CEO, and managing partner of Martin & Martin, LLP, in Los Angeles. Ms. Martin is a national authority on educating special needs children. Mother of a special needs child herself, Ms. Martin is the co-founder of Special Needs Network, Inc., a non-profit, community-based organization founded to respond to the needs of low-income families struggling with raising a child or caring for an adult with developmental disabilities
An area of concern expressed by parents is a lack of adequate, skilled respite resources. There are few resources available where parents can leave their children for even a weekend let alone an extended period of time.
Stress- rest and rejuvenation

Recent research (Oelofsen and Richardson, 2006; Plant and Sander, 2007)  has documented the high levels of stress experienced by parents of children with severe disabilities. Hoare et al. (1998) found the level of caregiver stress to be linked to the severity of the child’s disability. 

Recommendations: 

Develop home and facility based programs with appropriate nursing supports to provide respite or emergency care. 
I. Medical Supports

“My daughter is now 18 and sees numerous specialists as well as her primary care MD. We need to figure out how best to transition to adult services but frankly I am petrified since I know how hard it will be to find a primary care provider who will spend an hour and listen to all of my concerns and only be reimbursed for half that time. They also must spend additional time writing letters of medical necessity and fielding many phone calls when things aren’t going well. It is also very frustrating to have to drive 1 ½ hours to Boston to see her specialists and then for the medical Mecca not to have a place for her to lie down in between. She can only sit in her wheelchair for about 2 hours since her hip is dislocated. We have had to put her on two chairs put together in a waiting area. Another frustration is providers who do not know her and are visibly uneasy the minute they walk in the exam room.” 




-Janet Rico, parent of Lauren. 

 The Surgeon General’s 2002 report on “Healthcare Disparities and Mental Retardation” documents the issues of access and quality of healthcare provided to those with intellectual and developmental disabilities (Office of the Surgeon General, 2002). A recent healthcare needs assessment done by the ARC of Massachusetts found significant gaps in provider knowledge in caring for this cohort. The study also found problems with communication between providers and individuals and providers and others in the system providing care. Access, care coordination, quality and issues with reimbursement were other areas found problematic (ARC of Mass. 2008). It is a major transition for families moving from often inadequate and fragmented pediatric services to an even more fragmented and often unwelcoming adult medical healthcare system. Accessing and then navigating medical services for an adult with complex medical needs and ID/DD is invariably a very tortuous journey even for the most knowledgeable parent or guardian.

Recommendations:

1. Provide incentives for health care professional educational programs  

to include didactic information and clinical experiences in the care of those with ID/DD and complex medical needs.

2. Continue support for case management as coordination of care is vital.

3. Explore expansion of primary care homecare practices, possibly with  

NP and physician teams (See below Medical Home Model).
4. Work with key stakeholders in reducing reimbursement issues.  

Providers need to be reimbursed for the care of those individuals who need additional time and who are possibly more at risk for interventions such as sedation.

5. Consider legislation and other incentives to improve access to exam  

tables and other equipment for the physically challenged.

The DPH Care Coordination Medical Home Model is an approach to providing
comprehensive primary care for children, youth, and adults in which the health care provider facilitates a partnership between individual patients, their personal physicians, and their families to access both medical and non-medical services. A medical home strives to provide a system of care that is accessible, family-centered, continuous,
comprehensive, coordinated, compassionate and culturally effective. 

As part of the Medical Home Project, DPH Care Coordinators are placed in health centers or pediatric practices throughout the state (though this service is not consistently available in all DDS regions).  At these practices, they strive to connect the families of children and youth with special health care needs in those practices with appropriate services and resources, and help those practices develop the resources to become more of a medical home.  


Recommendation:

We recommend that more practices throughout the state become medical homes to be able to provide more comprehensive and compassionate services, and that those practices who have become medical homes be reimbursed at a higher level to be able to provide care coordination services.  Adult practices are starting to be certified as Patient Centered Medical Homes by NCQA (National Committee for Quality Assurance); it would be beneficial for this population to receive their adult medical services through a NCQA-certified medical home.

5.  Residential – Out of Home Model of Services 

DDS has substantial experience and expertise in providing residential services to people who require medical support. The agency’s history of placing people with extensive medical needs from large Intermediate Care Facilities such as in the closure of Belchertown and Dever Developmental Centers; and years of planning and experience for hundreds of people from nursing facilities through the Rolland Settlement agreement, demonstrate organizational capacity to develop and deliver such services. 

The people we are concerned with here are younger, with perhaps even more extensive medical needs. However, unlike those benefiting from the Ricci and Rolland agreements, there is no clearly identified funding mechanism for this population. Area Offices have relied on a combination of Chapter 688 (Turning 22) funds, Mass Health, or private sector resources to complement DDS base funds. The demand for these resources has increased over the years and may not be sufficient to meet the needs of this growing population. 

DDS Area Offices, families, and providers have worked creatively, cooperatively, and somewhat independently to develop residential homes. In general they have done an outstanding job in the absence of a clear and consistent framework to develop homes that meet the needs of these young adults. We reviewed several models currently providing residential services where placement outside the family home was necessary. Unfortunately, these models do not serve well for replication, or as an ideal model. Their respective successes are due to the innovation, creativity, energy, and goodwill of all the parties and their stability is dependent on this continuing indefinitely. Systemically, if any of these break down the programs could be in jeopardy. 

In all cases there are multiple funding sources in each home. Several agencies are operating under one roof without clear lines of accountability or responsibility. Multi-agency service provision and billing has led to inconsistency and inequity in staff responsibilities and pay. It is worth mentioning that the agencies have been able to work this out; but again, chiefly through local agreement, goodwill, and dedicated family members including grandparents, providing backup coverage when all else fails. Other concerns include:

· There are not always clear procedures on who is primarily responsible for the 24 hour care (including the nursing care) that is provided to the individuals. Responsibility for backup nursing coverage is also unclear. (There may be three nursing agencies working in one home). 

· Direct care staff and nursing staff may often provide the same service leading to role confusion due to different agencies’ responsibilities, job descriptions, and billing limitations, including medication administration and personal care.  

· Nursing shortages have required family members to serve as backup.

· Staff may be working side by side, but report to different agencies. 

· Various methods under one roof for clinical nursing oversight.

· Varying responsibilities for evacuation procedures.
· Varying responsibilities regarding CORI and background checking.

· Difficulty for providers to bill multi rates. This results in much more work for providers.

· Statutory problems.

Recommendation:
Consider a residential model that provides the necessary services for the people meeting our criteria within a single contract, rate and accountability structure. 

6. Interagency Collaboration, and Integration of Resources and   
    Planning

Incorporated within our report are recommendations necessitating interagency collaboration. This is a relatively new population with unique needs. We have identified gaps and fragmented approaches to service delivery in day and residential programs along with agency specific regulatory questions and concerns. Funding mechanisms and points of accountability should be reviewed. The agencies should explore how to work together to ensure a seamless transition for families and individuals by providing necessary services and supports in a less complicated manner. In many cases it is regulatory obstacles, rather than a lack of sufficient resources, that hinder or complicate the delivery of services. 
The single year budget cycle presents challenges to adequately plan for services for this population. DDS staff, and consequently families, are not aware of budgetary allocations until the year the individual turns 22. As a result, DDS is not able to make a financial commitment until the year the person enters adult services, leaving families uncertain as to what resources may be available to support them. 

The Task Force has been guided by the vision for Community First, “to empower and support people with disabilities and elders to live with dignity and independence in the community by expanding, strengthening, and integrating systems of community-based long-term supports that are person-centered, high in quality and provide optimal choice.”

It is our hope that this report will lead to “next steps,” clearly identifying the work that needs to be done, and the people/agency staff who can help individuals and families achieve the seamless transition that is so important and necessary. 
“My brother Michael 


is really hard to take care of, 


but very easy to love.” 





“…and I will do it every day for as long as my son is alive.” 
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You can’t be part of a community unless you can access the community.





 “Another frustration is providers who do not know her and are visibly uneasy the minute they walk in the exam room.” 
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