Complete Care for Children with Medical and Developmental Needs and Support for Their Families:  A Five-Year Vision for the Division of Children’s and Family Services at the Visiting Nurse Service of New York

Note:  The following case statement is an initial draft.  The final version will contain detailed descriptions of programmatic initiatives, as well as budgets for funding opportunities.

Some children in New York City start life at a disadvantage:  Some are born prematurely and suffer from health complications.  Others contract HIV from their mothers.  And some are born into poverty to teenage parents.

For a small percentage of New York City children, illness or disability may not become apparent until after infancy.  Conditions such as cerebral palsy  may manifest during childhood.  Chronic ailments like asthma and diabetes may surface in the elementary school years.  Catastrophic diseases such as cancer, neurological and cardiac conditions, and seizure disorders may strike as well.  And developmental delays may become apparent after infancy(when a toddler still isn’t talking at two years of age, for instance.

These children have a greater need for care than their well counterparts.  And their parents, who are often overwhelmed by their child’s condition and frequently at a social and economic disadvantage of their own, need support to thrive, remain independent, and successfully care for their families.

For more than 100 years, the Visiting Nurse Service of New York has served children and families throughout the five boroughs.  Today, VNSNY’s Division of Children’s and Family Services provides a comprehensive array of services to care for children with medical and developmental needs and to support their families.  With VNSNY’s nonprofit mission of serving all regardless of ability to pay, we serve as a critical safety net for those who are among our city’s most vulnerable residents.

Still, there is a yawning gap between the need for care and support and our current capacity to provide it.  More of our families with severely ill children, for instance, need more respite than we have the resources to provide.  Children suffering from chronic and terminal conditions need more than the free, basic palliative care services that we can afford to provide(something which public and private insurers do not cover.  And impoverished families struggling with illnesses need counseling to help them cope.

Over the next five years, we aim to shrink the gap of unmet need.  Currently, the Division’s services are strongly tied to government reimbursement—Medicaid and Medicaid managed care, federal, state, and city grants—with foundation funding and VNSNY charitable care dollars making up the balance.  In this fiscal climate of government cost cutting, we must advocate just to retain our programs at their current capacity.  

Expansion of services will require additional philanthropic support from individuals, foundations, and corporations.  The ambitious plan outlined in this report describes how visionary donors can help.

Programs of the Division of Children’s and Family Services

And the Needs They Address

The Division’s services form a continuum of care aimed at meeting:

· Children’s medical needs

· Children’s developmental needs

· Children’s and families’ support needs

As the children and families that we serve often have complex needs that span these categories, our clients can, and often do, choose from a menu of services offered by the Division’s programs.  Clients typically enter the Division through one of its four core programs:  

1. Maternal Child Health

2. Pediatrics

3. Early Intervention

4. Early Head Start

Upon entry, clients receive a full evaluation and referral to the services that meet their other needs as well.

Meeting Children’s Medical Needs:  The Maternal Child Health and Pediatrics Programs
Maternal Child Health

Drawing on VNSNY’s expertise in providing home health care, the Maternal Child Health program provides home visits to pregnant women and new mothers and their newborns.  Many of the pregnant women referred to us have conditions that place their infants at high risk for complications.  These risk factors include diabetes, hypertension, HIV, multiple gestation, pre-term labor, and teenage pregnancy.

Nurses teach expectant and new mothers how to care for their newborns and how to ensure their safety and proper nutrition.  These learning sessions cover the important milestones in their infant’s growth and development.  Nurses also provide home health care for new mothers who face complications such as wound care following a caesarian section, postpartum depression, and difficulty bonding with their newborn.

Most Maternal Child Health services are provided within one or two visits.

Pediatrics

The Pediatrics program, a natural outgrowth of Maternal and Child Health, provides home health care for children from two weeks of age through 18 years.  We provide short-term care to children with acute needs and long-term care to those with chronic illnesses and disabilities.  Some of the children’s conditions include prematurity, asthma, diabetes, HIV, seizure disorders, sickle cell anemia, muscular dystrophy, cystic fibrosis, heart and lung disease, cancer, and birth defects.

Our care team provides skilled nursing care and age-appropriate physical, occupational, and speech therapy.  We provide infusion care such as intravenous antibiotics, nutrition, and pain medication at home.  Our home health aides provide routine daily assistance, and we supply assistive technology to children with disabilities.  Trained social workers link parents with services in the community, such as schools that can accommodate their child’s special needs, transportation, and mental health counseling for the child, siblings, and the parents themselves.

Nurses help parents manage their child’s care by teaching them about the condition, how to anticipate and avoid acute health crises, and the upcoming developmental milestones that should be reported if the child does not reach them.  They teach parents how to provide hands-on care for their children with chronic illnesses and disabilities.  And when appropriate, they teach these children self-care so they can be as independent as possible.

Meeting Children’s Developmental Needs:  Early Intervention and Early Head Start
Early Intervention

Recent advances in neonatal care technology have saved the lives of countless newborns who might have otherwise died in earlier times.  As a result, there has been a surge in the population of newborns who are very sick and who have very low birth weights.  This population is at a high risk of developmental delays, including conditions such as Down’s Syndrome, autism, and cerebral palsy.

Other conditions can also place infants at risk for delays, such as smoking, drinking, or taking drugs during pregnancy.  Even some environmental factors can play a role, such as a parent’s level of education.

Our increasing knowledge about early brain development points to the period of birth to three years of age as being the most critical.  When interventions catch developmental delays in this window, they can often prevent high-risk conditions from having a permanent disabling effect on the child, or they can at least minimize the profundity of the disability.  These principles guide the Division’s Early Intervention program, which aims to help parents and health care professionals detect problems early and provide therapeutic and support services swiftly.

VNSNY’s Early Intervention program is an entitlement program funded and regulated by the New York City Department of Health and Mental Hygiene and the New York State Department of Health.  Services are provided at no cost to families, and referrals can come from physicians, nurses, social workers, parents, or anyone who is concerned that a child might have missed developmental landmarks.

Early Intervention provides a comprehensive array of home- and community-based services to children and families with developmental delays.  First, a nurse practitioner and a developmental pediatrician make a home visit to evaluate the child.  Each child is then appointed a service coordinator, who manages a wide range of services, including physical, occupational, and speech therapy; special education; vision therapy; social work and family counseling; nutrition therapy; nursing; and assistive technology.

Early Head Start

The Early Head Start program has its roots in a similar preventive philosophy as Early Intervention.  When children are born to teenage parents and poverty, they face greater risk of developmental delays.  But engaging both children and young parents in disadvantaged communities can not only help children advance developmentally, it improves parents’ well being, parenting skills, and economic self-sufficiency.

The VNSNY Early Head Start program is located in the Rockaways section of Queens, a region with the third highest teen pregnancy rate in New York State.  The community is plagued with health and social problems and has been designated a Health Crisis Area by the Health System Agency of New York City.  

Far Rockaway has one of the highest levels of crack/cocaine-exposed births in the city.  Forty percent of families live below the poverty line.  The high school dropout rate stands at 15.1 percent.  The jobless rate among teenagers is 36 percent.  There is a dearth of employment opportunities and health and day care services on the peninsula, and its limited public transportation system further isolates the region.  Many residents have never even left the peninsula.  Depression and domestic violence abound.

Early Head Start provides comprehensive services to 75 pregnant and parenting teens and young adults and their toddlers.  For most families, services begin during pregnancy and are provided at home.  These include linking women to consistent prenatal care, education regarding nutrition and pregnancy care, childbirth preparation, doula (labor coach) support, preparation for parenting a newborn, and linking families to appropriate services.

Home-based services, which focus on child development, nutrition, play, and baby care, generally last for one year, after which children and parents begin coming to the Early Steps Family Center.  The Center offers onsite graduate equivalency degree (GED) programs for parents and provides day care while they work toward their GED or engage in paid work.  The center houses the doula program, groups for fathers, parenting workshops, vocational counseling, and a child development program.

The Fathers First program has made important strides toward engaging fathers in the care of their children, sustaining and building relationships between mothers and fathers, and developing fathers’ self-esteem and job readiness.  A model in the field, Early Head Start programs throughout the nation are beginning to adopt programs based on this pioneering effort.

Parent and Family Support Services
Many of the families served by the Division have low incomes and already face formidable challenges to keeping their families together.   A child’s chronic illness, disability, or developmental delay places an even heavier burden on these families.  Family strain, relationship strife, and divorce are all too common.  The needs of well children in the household can go unmet in the shadow of a child with medical or developmental needs.

Medical care and developmental therapies provide only two-thirds of the services that families served by the Division need.  These families need practical and emotional support to keep their families together.

The Division provides an array of services to strengthen and support these families.  Generally, anyone who is served by one of the Division’s four main programs can receive assistance from our parent and family support services.

Pediatric Palliative Care

It’s a tragedy to consider that some children with severe illnesses and conditions may not live to see adulthood, and that they may need management for their pain and symptoms while they are still so young.  This unfortunate reality necessitates a set of services to ease children’s suffering, support them in their understanding of their condition, and help the family cope with what is a difficult circumstance at best.

When providing such care for children, the considerations are different than they are for adults.  Children are continually growing physically, cognitively, and emotionally.  A single intervention would be inappropriate, as children’s medical needs, functional needs, and capacity for communication and understanding all change over time.  A two-year-old with a congenital abnormality, for instance, has vastly different needs and capacities than that same child at five years of age.

Recent improvements in medical technologies have both made it possible for children to live longer with life-threatening conditions and have necessitated the provision of palliative care.  Pediatricians generally agree that palliative care should be provided for:

· Children with life-threatening illnesses who will not live to see adulthood

· Children with diseases for which curative treatment may be possible but could fail

· Children whose illness has no cure or treatment, but for which timeframe for death is difficult to predict

Palliative care for children is recognized as an interdisciplinary set of services that address the physical, emotional, psychosocial, and spiritual concerns of the child and the child’s family.  Core services include nursing, social work, pastoral care, pediatric medical care, mental health services, child life services, and bereavement counseling.

The Division currently provides some of these services for children and families, but it plans on developing a more comprehensive and coordinated approach in the future (see below).  As a first step in this process, we are developing a palliative care consultation team consisting of clinicians from all four Division programs.  Beginning in October 2003, this team will provide clinicians throughout the division with education about palliative care.  It will assist our clinicians in developing and coordinating plans of palliative care service.  And it will provide guidance and support for staff around challenging cases and circumstances.

As part of this effort, the Division, working with VNSNY Hospice Care, now provides individual and group bereavement counseling to families who have lost a child.

Community Care for Children

Sometimes, the demands of caring for children with chronic illnesses or severe disabilities can place such a burden on families that they may fall apart and necessitate a foster care placement.   Community Care for Children (CCC) is a citywide preventive service program funded by the Administration for Children’s Services to help children with special needs avoid an out-of-home placement.

CCC provides intensive case management for these families, parent education and support groups, sibling groups, individual, group, and family counseling, and intervention for domestic violence.  It also offers advocacy services to parents in the program from other parents who have children with chronic illnesses or disabilities.  These parent advocates, who have extensive experience of their own, provide emotional and practical support to parents in the program.  The advocates help parents organize their time and focus their efforts.  They help parents learn to advocate for themselves, often accompanying them to health care and social services appointments.


Respite
When most parents need some time for themselves, they leave their children with other family members or hire a babysitter.  When a child has intensive medical needs that require skilled nursing care, parents often have nowhere to turn.  Without relief, many parents become chronically exhausted and emotionally drained.  The constant stress placed on the family can lead to severe financial, emotional, and physical problems.  

That’s where the Respite program comes in.  Licensed practical nurses provide parents with skilled nursing care to allow them to rest, go out, run errands, tend to their own physical needs, or those of their other children.  Typical visits last from six to ten hours per day, although some visits last 24 hours.  For parents with especially great need, they may receive visits several times during the week or while they are at work.


Newborn Support Program

In the last several years, private and publicly funded health insurance reimbursement for postpartum care has diminished significantly.  Typically, mothers can receive only one or two nursing visits, whereas ten years ago they were eligible for between five and ten.  The needs of low-income mothers and children at risk for developmental delay, however, have only increased.

The Newborn Support program aims to fill this need by enlisting the support of volunteers.  Volunteers place regular telephone calls to new mothers to provide guidance and support about newborn care and developing the parent-child relationship.  At several points throughout the one-year commitment, volunteers mail parents the Ages and Stages Questionnaire, which helps identify children’s strengths and skills and areas where they may need assistance to help them reach developmental milestones.

Nursing staff in the Maternal Child Health and Pediatrics programs closely supervise volunteers and coordinate any needed services with the parent and the child’s primary care provider.
Filling in the Gaps:

  Program Expansions Over the Next Five Years 

and Opportunities for Philanthropic Giving

Pediatrics


Social Work Assistance


Rationale:  The Pediatrics program provides parents with assistance from trained social workers to link parents with services in the community, such as schools that can accommodate their child’s special needs, transportation, and mental health counseling for the child, sibling, and the parents themselves.  The Pediatrics program offers this service free of charge and receives no reimbursement from any funding source.  This vital service is endangered as a result of financial pressures on the VNSNY charitable care pool.

Program Needs:  Funding to support all or part of the salaries of staff social worker positions.

Early Intervention

Supporting Multidisciplinary Team Meetings

Rationale:  Many of the therapists and interventionists that serve clients in the Early Intervention program work on a per diem basis.  Given that these staff work offsite and at many varied locations (clients’ homes), communication among the professionals serving families occurs largely through client charts, written reports, and telephone and other electronic media.  Care coordination could improve vastly if the program had the resources to enable all professionals serving the same family to regularly meet face to face. 

Program Needs:  Funding to support salaries of per diem staff to regularly meet at one scheduled location.


Addressing the Shortage of Pediatric-Trained Therapists
Rationale:  Physical, occupational, and speech therapists do not always receive comprehensive training during their formal schooling regarding working with children.  As a result, far too few physical, occupational, and speech therapists understand child development and the varying interventions and strategies that are needed at different ages.  A shortage of trained professionals endangers quality of care.

Program Needs:    Funding is needed for in service training in addressing children’s needs and appropriate interventions, including staff time and educational materials.

Early Head Start

Doula Program

Rationale:  Doulas, or labor coaches, help pregnant women prepare for labor, support them during childbirth, and assist them with the care of infants after birth.  The Doula program helps ensure a safe, positive birth experience for the mother and promotes bonding and initial attachment between parents and the baby.

Program Needs:  Funding to support training of doulas, supervision of doulas, and doula compensation

Vocational Training and Job Preparation

Rationale:  The population of teen and young adult parents served by the Early Head Start program is predominantly poor.  Many parents have dropped out of school.  And for those who do finish, they suffer from the failures of the inner city schools they have attended.  Many parents lack adequate skills for employment, and many do not have the role models in their lives who would have prepared them for the job search and interview process.

Program Needs:  Early Head Start already provides onsite graduate equivalency degree (GED) programs for young mothers and fathers.  But program staff note that a GED alone does not prepare teenage mothers and fathers for work.  They need marketable vocational skills, such as computer training, and interview skills as well.  Funding is needed to hire a vocational trainer, who would develop a job training curriculum and constantly monitor trends in employment.  This specialist would conduct training sessions and help clients build interviewing skills.

As part of this effort, Early Head Start would seek to create formal collaborations with local companies that could provide employment opportunities to Early Head Start mothers and fathers.  Such collaborations could include apprenticeships to give young people an opportunity to learn skills on the job, and established relationships could provide employers with a reliable source of trained workers.  Transportation, which is notoriously poor on the Rockaway peninsula, would be an element of this program as well.


Fathers First Program
Rationale:  The Fathers First program serves as a national model for engaging teenage and young adult fathers in the lives of their children.  Outreach and social work services help build their self-esteem and manage the challenges of being young, disadvantaged, and a father.

Program Needs:  

· Fathers First seeks support to develop a formal curriculum based on this pioneering program, which other Early Head Start and social and mental health organizations could use to adopt this innovative approach.

· Fathers First seeks to create a consortium of providers in the New York City area (Early Head Start, Head Start, health care, mental health, legal assistance, mentoring, and higher education) to serve as a safety net for young fathers and support them in their development and parenting skills.

· Fathers First seeks funding to help support creative expression, such as publishing books of poetry and personal essays, to help young fathers understand and communicate their life experiences and to facilitate their personal and parental growth.

· The program’s director runs all facets of Fathers First, among many other job responsibilities, and is currently stretched thin.  We seek funding to support the salary of a social worker who could conduct outreach to fathers and operate various aspects of the program, freeing up the director to spread the model and meet his other responsibilities.

Parent and Family Support Services

Pediatric Palliative Care

Rationale:  A small number of children have conditions that will prevent them from living into adulthood.  These children need specialized care to manage their pain and symptoms and to help them understand and cope with their conditions, prognoses, and medical treatments.  Parents and siblings need periodic emotional and spiritual support when the child’s condition flares into an acute crisis, and they need help coping with the enormity of a child’s life-limiting illness.  And when a child dies, the family needs the support of bereavement counselors.

Program Needs:  There are currently no sources of insurance reimbursement for palliative care—public or private.  Despite this, the Division provides some palliative care services free of charge.  It is currently creating a palliative care consultation service to assist our health care professionals in planning appropriate care and managing challenging cases.  The Division seeks funding to help support the operations of this team of health care professionals.  

When the consultation service is up and running, we aim to have the team provide direct, coordinated, and comprehensive service to children and families as well.  As a core element of this service, we seek to hire a palliative care pediatrician, who could manage the care of seriously ill children.  We also seek to hire a child life therapist, who would use a variety of age-appropriate art and play therapies to help children understand and cope with their illness and medical procedures.  Lastly, we seek to hire a social worker who could provide individual and group counseling for children and their affected families.

Infusion Care

Rationale:  Infusion care—intravenous medications, therapies, nutrition, and antibiotics—are a critical but costly component of care for some children with serious illnesses and disabilities.  As with respite care, we receive reimbursement for these services from Medicaid and private insurers, but children’s intensive service needs always outstrip reimbursement.  We therefore contribute charitable care dollars every year to sustain this vital service

Program Needs:  We seek to establish a special fund to enable children to receive the infusion care regardless of reimbursement.  When coverage ends, the fund would contribute the balance to cover our expenses.


Mental Health Service
Rationale:  Many of the families served by all four core programs of the Division face the enormous stress that caring for a child with special needs creates.   While our programs provide invaluable health care, therapeutic, and practical support, many of the children and families we serve need the emotional support and guidance that counseling can offer.  Our current sources of funding do not give us the resources we need to provide mental health services to most of our clients.

Program Needs:

· The Division seeks funding to first create a mental health consultation service, which would be modeled on the pediatric palliative care service.  A team of clinicians would train staff throughout the division to better assess mental health needs and provide a baseline level of assessment and therapeutic skill.  This team would be available to all staff for consultations regarding client situations and appropriate responses and referrals.

· When fully funded, the Division would offer direct mental health services, such as individual and group counseling for children, families, and siblings, to clients in any of our programs where those services are not available.

Parent Advocates in the Community Care for Children Program

Rationale:  The Community Care for Children program serves families that are overwhelmed by challenges posed by their child’s developmental delay and risk placement of their children in foster care.  In addition to providing many formal supportive services, the program staffs two part-time parent advocate positions.  Parent advocates provide peer support to parents, helping them become advocates for themselves and their children, and often accompany them to appointments.

Program Needs:  The program is currently funded by the charitable care pool, as it lost funding last year.  The two parent advocates are stretched thin, serving parents in four of New York City’s five boroughs in which the program operates.  Funding is needed to support the salaries of two more parent advocate positions.

Respite Care

Rationale:  Respite care is essential to the physical, mental, and financial health of families caring for seriously ill or disabled children.  While the number of families we serve who need respite is small, they have intensive service needs.  Medicaid provides reimbursement for respite services, but the Medicaid rate in New York falls below actual costs.  We make up the difference by drawing on our charitable care pool, but we are forced to turn away many people who are referred to us for respite because of lack of resources.

Program Needs:  We seek to establish a fund that would enable families to receive the respite care that they need, regardless of the Medicaid reimbursement rate.  When reimbursement falls short of expenses, the fund would contribute the balance, allowing everyone who comes to us in need of respite to receive the services they need.


Literacy Program
Rationale:  Reading to children has been demonstrated to improve the parent-child bond.  The single best predictor of school readiness is the number of words a child hears in the first three years of life.  The Division aims to encourage the families it serves to engage in this enriching and emotionally bonding activity.

Program Needs:  The Early Head Start program has pioneered a model that is having tremendous success, and this model would serve as the basis for a literacy initiative across the Division’s core programs.  Funding would be needed for salary support for the program’s coordinator.  Other needs would include funds to create a lending library and perhaps in-kind donations of books, possibly from children’s book publishers.

Newborn Support Program
Rationale:  While private and publicly funded health care coverage for postpartum home visits has dwindled in the last decade, the needs of new mothers whose children are at risk of developmental delays and serious illnesses have only increased.  The Newborn Support program provides a cost-effective alternative to home visits, engaging volunteers in follow-up telephone support to new mothers.  The yearlong relationship between mothers and volunteers, who are mothers themselves, provides peer support coupled with close oversight by VNSNY staff nurses to monitor the health and developmental status of new infants.  Referrals for care and coordination of services are made swiftly at the first sign of need.

Program Needs:  Staff time to develop a training curriculum for volunteers, to provide the training to volunteers, and to supervise volunteers.  Rent for the physical space where volunteers work.

General Support for Community Care for Children

Rationale:  As part of the contractual agreement with the New York City Administration for Children’s Services (ACS), VNSNY receives funding that covers 95 percent of the program’s expenses.  ACS expects VNSNY to raise funds to cover the remaining five percent.

Program Needs:  Each year, VNSNY must raise funds to cover this built-in shortfall.

Improving Quality of Care within the Division

Rationale:  Across the health care system, from payers to clinicians to consumers, demand has risen for quality health care that is based on clinically proven practices.  The health care system has responded by developing an entire field of research aimed at understanding which practices work, why they work, and which ones do not.  Along with this growing body of knowledge, there is an increasing demand to translate these findings into clinicians’ daily practice.

Program Needs:  The Division seeks funding to support research, conducted with VNSNY’s Center for Home Care Policy and Research, that measures outcomes of the Division’s programs.  It also wishes to identify best practices in the Division.  Funding would support researchers’ salaries to conduct research and establish a rigorous training program to help clinicians in the Division learn and incorporate the latest research and best practices into the care that they deliver every day.

The Division also seeks funding to support staff training initiatives to improve their skills in working with children and to qualify for higher-level positions.  There is a great need for funding for staff to attend meetings and conferences with peers in the field to learn and improve their skills as well.
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