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Families raising a child with special needs face a great number of challenges.  While attending to the needs of their differently abled child, families continually strive for a sense of normalization. Although legislation and other efforts to assist children with disabilities have positive affects on the lives of such children, consideration must be given to how the child’s disability affects the family unit.  Support efforts focusing on the many relationships experienced by the family members of afflicted children would prove highly beneficial since one of the best ways to help special needs children is to help their families.  Taking an ecological systems view, this paper will explore the needs of families raising children with special needs and support services available to these families.  Finally, model support programs will be highlighted and other suggestions offered to assist special families residing in St. Lawrence County.

Demographic Factors

The prevalence of disability among American children varies depending on which definition of disability is applied.  According to the United States Bureau of the Census (1994), three million children (5.8%) under the age of 15 were affected by disability in 1991-92
. However, there were approximately one million children receiving Supplemental Security Income prior to 1996.  When the SSI definition of disability for children changed, approximately 135,000 children were expected to lose SSI eligibility based on disability (USA Social Security Administration)
.  Moreover, one study (Newacheck et al., 1998) found that 12.6 million (18%)

U. S. children under the age of 18 were affected by a chronic physical, developmental, behavioral, or emotional disability
.   In New York State during 1992-93 there were 10,446 children under 3 years of age with disabilities receiving developmental services, and 318, 973 children between the ages of 3 and 21 who were identified as students with a disability.  For this same time period, St. Lawrence County numbered only 17 identified children under 3 years of age but 2,305 preschool and school-age children were classified with a disability (New York State Department of Health, 1995, pp. 86-87).  The disabilities affecting these children were further broken down into six categories as shown in the table below.  

(Data obtained from Maternal, Child & Adolescent Health:  Profile 1992)


Age
Total
Emotionally Disturbed
Mental

Retardation
Learning Disabled
Speech

Impaired
Other
Multiply

Handicapped

SLC
0-2
17
0
0
0
1
14
2

NYS
0-2
10,446
134
829
57
4,085
2,837
2,504

SLC
3-21
2.305
158
207
1,427
299
154
59

NYS
3-21
318,073
38,343
19,100
181,346
52,353
14,463
13,280


Although a disability can occur in any family, the rate of disability is higher for certain populations.  The Newacheck et al. study reported “[p]revalence was higher for older children, boys, African-Americans, and children from low-income and single-parent households” (p. 117).  Specifically these researchers reported that prevalence increases with the age of the children as the likelihood of being identified as having special needs doubles at school age.  They further reported that boys were about one third more likely than girls to be identified and African-American children were the most likely of any racial-ethnic group to be identified with special needs.  Children from families whose income fell below the federal poverty level were also one third more likely to have special needs.  With the correlation between single-parenthood and low socioeconomic status, it is understandable that these researchers also concluded that children from single-parent households were about 40 percent more likely to have special health care needs as their counterparts. Regardless of which definition is applied, a significant number of American children are afflicted with a disabling condition.  With so many of our nation’s children identified as disabled, it is critical that we focus on how this affects the families of these children and the support offered to such families.

Affects on the Family

From a sociological perspective, families caring for a person with a disability are providing a major public good.  Although most families are not aware of the public good they are providing, they are acutely aware of how caring for their differently abled child affects the private functioning of their family.  Moreover, having a child with a disability within the family affects the three most basic functions of the family – production, consumption, and reproduction.  Often couples who have a child with special needs will alter their original plans of family size.  How consumption is affected is determined by the type and severity of disability, however, consumption of medical products and services is undoubtedly increased.  Most certainly, the production of the family with a disabled child is altered as many mothers remain out of the workforce to care for the child or, to the other degree, parents take on additional jobs to help cover the additional medical expenses.  Despite the fact that such families are serving the good of our nation by caring for their disabled children, the focus has been on serving the needs of the individual afflicted child rather than the entire family unit. 

 Interestingly, the strides made in recognizing the needs of persons with disabilities have stemmed from realizing the public good families could serve and the national cost savings that would occur by shifting this “responsibility” back to families.   This shift began with deinstutionalization in the early 1970’s which was the first major step in correcting societal beliefs and treatment of persons with handicapping conditions.  Although this movement placed many handicapped persons back with their families and changed the future for afflicted children, it also added new dimensions to family life.  Other legislative action followed with the Federal Rehabilitation Act of 1973, Section 504, granting equal access to services and programs that received federal funds to persons with a disability.  Next, the 1975 Education of all Handicapped Children’s Act, now known as the Individuals with Disabilities Education Act (IDEA), imbedded into federal law that individuals between the ages of 3 and 21 with disabilities have the right to a free and appropriate public education.  Moreover, the Americans with Disabilities Act of 1990 (ADA) ensures that our citizens with disabilities will not be discriminated against at work, school, or in the community.  These legislative actions certainly have had a major impact in the lives of families with a special needs child.  But the affects are from the macrosystem inward to the exosystem and then affect the individual  – the microsystem.  This delivery system largely overlooks the mesosystem – relationships between the systems that are a part of the daily life of the child with a disability and his family (see Appendix A).  Having a child afflicted with a disability within the family unit affects marital, sibling, extended family, peer, and community relationships.  Acknowledging how these relationships are affected is the first step to providing assistance to the family, thus the child.  Milton Seligman (1991) put it best when he said, 

[image: image4.bmp]A focus on children with disabilities ignores other family members who may be affected by the presence of the child.  In addition, focusing on the disabled child is short-sighted because it neglects the dynamic nature of family functioning.  A disability in one family member affects the entire system and in turn affects the disabled person. (p. 27)

Family and Community Relationships

Although the majority of research in this area concentrates on how parenting a child with a disability affects the child’s mother, there is evidence that the relationship between the parents can also be adversely affected.  A retrospective study (Cameron, Snowdon, & Orr, 1992) on the emotions experienced by mothers of children with developmental disabilities found that these mothers felt “shock, disbelief, feelings of isolation, sadness, loss, guilt, anger, and frustration”

(p. 98).  Parental reactions to the birth of a disabled child, or a later diagnosis of a disability affecting a child, are similar to reactions associated with the loss of a loved one since the parents suffer the loss of the child they expected to have.  These stages are often revisited throughout the life cycle as new challenges are faced (Seligman, 1991, p.64).  Parents are usually at different stages of these reactions as are any number of significant others including extended family.   Therefore, the child’s mother may have progressed through her initial reactions, for example, but be adversely affected by the father’s reaction given the stage he is currently experiencing.  This causes additional stress for the parents, marital strain, and is likely to affect job performance for working parents.  Beyond the initial stage of learning about the child’s disability and beginning a treatment program, parents continue to feel stress in the way of anger and frustration.  Cameron, Snowdon, & Orr (1992) reported that mothers’ frustration is related to their child’s inability to reach developmental milestones and gaining access to community services, the latter being coupled with less than positive community attitudes toward children with disabilities.  Moreover, a study (Taanila, Kokkonen & Järvelin, 1996) conducted on 89 families in the Netherlands found that risk factors of an impaired marital relationship between parents of sick or disabled children included conflicts caused by the child’s disability or illness in everyday life, unequal distribution of the care-taking tasks between the spouses and a lack of time for hobbies. 

Siblings of children with disabilities have only recently been acknowledged as having special needs of their own.  Meyer cited many affects on siblings that have been reported in research and clinical literature as well as reported by parents and siblings.  Among these is the need of siblings to receive information about the disability afflicting their brother or sister throughout the life span.  Also, siblings of children with special needs have “feelings of guilt about having caused the illness or disability, or being spared having the condition” (reported by Koch-Hattern).  Meyer further documents research findings of negative feelings experienced by siblings from the special attention received by the child with special needs (reported by Podeanu-Czehotsky, 1975; Bendor, 1990) and pressure to provide care for their disabled sibling (reported by Coleman, 1990).  Meyer also lists positive experiences from having a brother or sister with special needs but asserts these lessons come with the many negative emotions siblings experience, much like the overall affects of raising a child with a disability has on parents.  Seligman (1991, pp. 181-198) covers many of the same areas of concern regarding siblings of children with disabilities and concludes, “…it is essential that parents and professionals consider more seriously the feelings and experiences of siblings.  Much needless suffering can be avoided if these children are taken into account as professionals try to better understand family response to childhood disability” (p.198).

Beyond how having a child with a disability within the family affects the relationships between the family members, relationships with the community are also affected.  As discussed above, siblings experience both negative and positive emotions toward their sibling with a disability, however, siblings are very sensitive to questions, remarks, or teasing about their sibling with a disability.  Interactions between the school system and the members of the family may be dramatically affected beyond the additional necessary teamwork needed in devising the Individualized Educational Program for the child with a disability.  Extracurricular activities and other school functions may not be attended by the family of a child with a disability as they otherwise would be.  This may occur for reasons of inaccessibility, fear of embarrassment, medical limitations, or time constraints.  The same can be true regarding church attendance, participation in family recreation activities, attending birthday parties, or simply visiting friends.  Furthermore, the need for specialized respite services or childcare often prevents parents from engaging in activities that they would otherwise choose to be a part.  

Analysis of Needs

McDonald, Couchonnal, & Early (1996) studied how major life events affected the lives of family caregivers of children with serious emotional disorders, exploring both pleasurable and stressful events. Caregivers who identified “stressful events related to their spouse or partner felt less able to fulfill their responsibilities and less pleasure [in life]” (p. 510).  Caregivers responses ranked the child’s behavior, professionals/services, and the school as the most frequent sources of stressful events.  The authors point out “[b]ecause family relations both affect and are affected by the child with emotional disorder, support services are needed to increase caregivers’ ability to cope with the challenges they face in caring for their child” (p. 513).

When parents first learn about their child’s disability, their experience of shock and disbelief is generally followed by a deep need for information about the condition and what it means not only to their child but how it will affect their family through the life span.  With the move towards family-centered practice in our nation, theoretically the child’s physician will provide the parents with information and referrals in addition to a diagnosis.  However, in reality most physicians do not meet the family’s need for thorough information about their child’s diagnosis nor is it readily recognized that the need for information goes beyond this initial adjustment period.  Generally, parents desire information about treatment options, therapies, educational programs, equipment, products, and how the condition will affect every stage of the child’s development.  Information is further sought to address questions about how the child’s disability will affect the other children in the family, financial planning, and the parent’s later life stages.  Regardless of whether a parent actively seeks information or not, such information should be provided, or at least readily available for all families of children with disabilities.  

Because of the many ways family relationships are affected by the presence of a child with a disability, many families could benefit from formal counseling, support groups or other support programs.  Often, however, family members may not recognize this need as they struggle for normalization.  By the time the child afflicted with the condition approaches school age, the family has experienced a number of the stages discussed previously.  Most often, parents have abandoned their deep desire for their life to return to the way it was prior to the diagnosis.  Rather, at this point, families are striving to achieve an adapted version of the normal family experience (Darling, 1991, p. 68).  However, such a family contends with many stresses not familiar to the average family and services, such as counseling, may greatly aid the family in achieving a sense of normalization.  Cameron, Snowdon, & Orr (1992) hold 

“The early period of time after the diagnosis of the child might require crisis intervention while parents struggle with feelings of shock, disbelief, and denial.  In the months and years after this predictable stage, professionals must be particularly astute in assessing the nature and intensity of re-emerging emotions such as anger, guilt, and sadness, and in implementing interventions directed toward developing long-term coping strategies that might enable these parents to begin to minimize the intensity or duration of emotions being experienced”

(p. 101).

In this quest for normalization, respite services are identified by families as the most desired support service.  The Beach Center on Families and Disability (1998) purports the benefits of respite include renewing caretakers energy, providing family members time to become involved in their community, allowing the individual family members time to pursue personal interests, creating time for quality interactions between parents and nondisabled children, and “easing pressure that can lead to divorce, child abuse and neglect, and other negative effects”.  Respite services are certainly helpful to young families, however, the need for this break from caregiving responsibilities is felt by family caregivers regardless of the age of their child with a disability.  One might assume that once the child is in an all-day school program, the parents would no longer need respite services.  However, while the children are in school, one or both parents generally spend their time on the job.  Thus, the family continues to need such time to attend to individual well being and maintaining healthy familial relationships.

This brief overview of the needs of special families conjures up many questions.  What assistance is being offered to maintain or improve relationships within these families?  How well are our national and state governments responding to the needs of special families?  What is available from the community to assist affected families?  

Current Family Support Efforts

Federal law is beginning to recognize the role families play in the lives of children with disabilities and has made efforts to include family concerns in the Individuals with Disabilities Educational Act Amendments of 1997.  Specifically, the Early Intervention Individualized Family Service Plan is to include “a statement of the family’s resources, priorities, and concerns relating to enhancing the development of the family’s infant or toddler with a disability.” Here such concerns as sibling or parental relationships could be addressed since improving these relationships would be beneficial to the development of the child with special needs.  However, including concerns of this sort into the IFSP is dependent on the recognition of these needs and their relevance to the child as determined by those devising the family’s IFSP.  Furthermore, no such recognition is present when the child transitions from Early Intervention services to those covered by Part B of IDEA which covers children with disabilities between the ages of 3 and 21.  Moreover, families of children receiving services under Early Intervention provisions are provided with a Service Coordinator but this service is, again, not included in Part B of IDEA.  However, a new bill (H. R. 2567) was introduced to the House of Representatives on July 20, 1999, to recruit, hire, and train additional school-based mental health personnel which includes a social worker for every 800 students.  Should this bill become law, it would be beneficial if the duties of these school social workers were to include servicing not only the student with a disability but also his or her family.  

Although IDEA is a federal regulation, many details of its delivery are left to the individual states.  New York State law specifies the Service Coordinator to be responsible for “coordinating all services across agency lines” and “serving as the single point of contact in helping parents to obtain the services and/or assistance they need.”  Specific activities even go so far as “coordinating with medical and health care providers”.  Furthermore, New York State’s Early Intervention Program includes respite services under certain conditions which include “lack of access to other sources of respite”.  It is unfortunate that service coordination and respite services are not carried across to preschool and school-age programs since it has been identified that transitional stages create stress for the family and losing these services could cause the family additional stress.  Moreover, New York State makes information available to parents through 52 Special Education Training and Resource Centers (SETRC) throughout the state.  The statewide system of Early Childhood Direction Centers is another effort of the state of New York to provide families with support services, however, these centers serve families of children from birth to age five which, once again, excludes families of older children with disabilities.  A new effort by New York State Education Department addresses the need of families of preschool children with disabilities to receive information about the special education system.  The Parent/Child and Professional Partnership Journey Through Early Childhood Education is delivered through the Early Childhood Direction Centers by specially trained parents of children who have received preschool special education services.  Once more, this program focuses only on families of children under 5 years of age when many families of older children could also benefit from such information.

A study (Knoll et. al, 1992) on state family support efforts reported that, as of 1989,  forty-one states had developed family support programs for families raising a child with a developmental disability.  However, these supports varied greatly between states and in some cases, even between counties.  Four categories of support were identified with 46 states “providing some degree of public support for respite,” 36 states funding services in addition to respite, 25 states including financial assistance of some sort, and 17 states using a combination of services and financial assistance (p. 72).  New York State was reported as providing services only but these services were described as an “[a]rray of 25 services provided by 450 private programs; core services are respite, transportation, recreation, advocacy, behavior management, financial assistance” (Table 3.1).  New York State’s Office of Mental Retardation and Developmental Disabilities family support services program funds their services through regional Developmental Disabilities Services Offices (DDSO) and through community nonprofit agencies.  St. Lawrence County is served through Sunmount DDSO in Tupper Lake as well as the DDSO in Potsdam and programs are delivered through SLCARC and UCPA of the North Country, among a few others.

It is clear that families raising a child with special needs experience many emotional strains and difficulties in day to day living regardless of their child’s specific disability, socioeconomic status, geographic location, and other considerations.  Despite the extraordinary challenges these families face, they continually strive for a balance in their family life that would simulate that of families without a disabled family member.  Whether the family lives in Alaska or Florida, Buffalo or DeGrasse, such families deserve federal, state, and community assistance given the good they are providing in the responsibilities they assume, financially and beyond, in their otherwise common roles as parents and siblings.  This said, what is available to support that family in DeGrasse, Colton, Canton, or Massena?  

St. Lawrence County families raising a child with special needs certainly have access to federally mandated programs such as Early Intervention and special education services covered under IDEA as well as state programs previously mentioned.  However, our county further provides a number of other services that may benefit our special families.  Parents seeking information can be directed to United Cerebral Palsy Association (UCPA) of the North Country for access to their resource lending library or the Special Education Training and Resource Center (SETRC) located in Norwood.  Furthermore, there are some local support groups for specific disabilities (see Appendix B) where families can obtain information and support.  Parents can also be encouraged to call Reachout of St. Lawrence County to obtain addresses and telephone numbers of national agencies and organizations that disseminate information.  (See Appendix C for more local resources.)  Additionally, Parent to Parent of New York State has recently established a regional office in Tupper Lake where parents can call to be matched with an experienced parent who has met challenges similar to what they are currently facing.

As previously established, many family relationships could be improved through counseling and respite services.  In St. Lawrence County, families of children receiving Early Intervention Program services are eligible for counseling through this program.  Families of children participating in BOCES Beginning Years program also have access to counseling.  United Cerebral Palsy Association (UCPA) of the North Country and Catholic Charities also offer counseling services.  Furthermore, St. Lawrence County Early Intervention Program, St. Lawrence County New York State Association for Retarded Citizens, Inc. (SLCARC), and UCPA of the North Country each offer respite funds, however, program involvement or specific diagnosis may be necessary to meet eligibility requirements.

The need for child care for children with special needs is being recognized by the Promoting Community Membership Partnership between the St. Lawrence Child Care Council and the St. Lawrence County Public Health Department.  Through this project, parents can receive information about childcare and how to access inclusionary settings for their child.  NYS registered family and group day care providers and early intervention providers can receive technical assistance on collaborating together and can learn about the availability of funds to promote inclusionary practices.  Further, this project offers a resource library and training regarding children with special needs.

Model Programs and Suggestions for St. Lawrence County


Although some help for funding and locating respite services exists in St. Lawrence County, there is a great need for these services to be expanded and possibilities do exist.  For instance, a task force could be formed between agencies and organizations serving children with special needs to address the respite issue.  Consideration should be given to the development of a respite database which would include information about respite providers.  Such a database could include information on both paid providers as well as residents willing to volunteer respite services.  Further, such a database could be modeled after the child care provider database maintained by the Child Care Resource and Referral Agency and include pertinent information that would assist families in matching their needs to provider qualifications.  Disability awareness and training programs could be developed to increase the number of residents willing and trained to provide respite services.  Further, a model worthy of consideration is Respite Care of San Antonio’s Family Day Out which is available one Saturday each month and additional times during school vacations and the Christmas season.  This program is operated in a church and is staffed by special education teachers, graduate students, and state school personnel who all receive First Aid and CPR training.  This program could be used as a model and area college students in relevant fields of study, such as physical and occupational therapy, could be utilized.  Moreover, Respitality is a special program in Houston that has leading hotels donate a one-night stay without charge during the weekends to parents with special needs children and several restaurants provide complimentary dinners for two.  In addition, Respite Care, the sponsoring program, provides a caregiver in the home.  Again, this program could serve as a model for efforts toward providing respite services to St. Lawrence County families (see Appendix E for additional model programs).


To address sibling relationships, Early Intervention service coordinators can specifically address this topic with families to consider inclusion of these concerns in the IFSP of the serviced child.  Furthermore, CPSE/CSE Chairpersons or other Committee Members, including parents, can address sibling concerns at IEP meetings.  Currently, this is not routinely included in student’s IEPs, but family-centered committee members could consistently address relationship concerns actively modeling true family-centered services.  Furthermore, schools and children’s clubs can utilize UCP’s “Kids on the Block” program to teach peers of disabled children, as well as their siblings’ peers, about children with disabilities and address their fears and concerns.  Moreover, community agencies can develop sibling programs utilizing the experience and recommendations of existing programs (see Appendix D).  Also, community agencies concerned with children with disabilities and their families can take other measures to address sibling concerns, either as part of formal sibling support programs or due to the absence of such programs.  Families can be made aware of the services of the Sibling Support Network and the Sibling Need and Involvement Profile (SNIP) can be used to access sibling concerns (included in Appendix D).  At the very least, children’s books addressing concerns of siblings can be included in resource libraries and community and school libraries can also be urged to add such books to their inventory.  



My research efforts into this topic locally included the creation and distribution of an informal survey which is currently in circulation.  Of the completed surveys I have received at this writing, childcare/respite services are identified as the most needed supports, as expected.  Correspondingly, socializing was also identified as an area found to be difficult for families.  The majority of responding parents agree that there are areas that parents of special needs children can all relate to regardless of the specific disability or condition afflicting their child.  Further, the majority of responding parents do not belong to a support group for a variety of reasons but most consistently is the lack of time.  About half of the completed surveys indicate that sibling relationships are an area found to be difficult in managing the daily needs of the family as is concern over the afflicted child’s education.  These preliminary results indicate that family support efforts in St. Lawrence County should focus on developing respite/childcare services, providing information and training to parents regarding special education options and procedure, and developing sibling support programs.  Further, these families agree that disability specific information and support is not necessarily a priority in a support group setting, which indicates that generic support groups for families of children with a disability may be an effort to be considered.  Another consideration is the development of a countywide newsletter providing information on a wide range of related areas that could be distributed to families, schools, agencies, and organizations.


Given the geographics of St. Lawrence County, I believe the ultimate approach to providing support to families of children with special needs resides in the development of a special families center.  The New York Parent Center Program appears to be an adequate model for such a center.  This program provides city-wide programs and services to families of children with disabilities, parents, expectant parents, and professional organizations.  The program addresses parents needs for information regarding the special education system; on-going parent support individually and in groups; information to expectant parents regarding prenatal care and prevention of disabilities; collection and dissemination of information to assist parents in accessing services of other programs; and staff development of parent organizations, the professional community, and to CSE and CPSE representatives.  Since many of the existing programs available in St. Lawrence County are age-dependent, true family support needs to be available to parents throughout the raising of their child with special needs.  Short of developing such a comprehensive support center for families of children with special needs, a collaborative effort between community agencies should be developed or expanded to simulate the services provided by this model program.

Conclusion


The model programs and suggestions covered above indicate the many possibilities that exist to support families of children with special needs.  The existence of these model programs indicates the responsiveness and creativity possible once the needs of families are recognized and the rewards of assisting these families are seriously considered.  In reviewing this subject one can conclude that, overall, our society has made tremendous strides in the treatment of persons with disabilities.  We have moved from a time when persons with special needs were inhumanely grouped in institutions to legally ensuring rights of accessibility, appropriate education, and nondiscrimination for this population. Although deinstitutionalization may have occurred as a movement to reduce government expenditures, the rewards of this move far exceed original prospects.  Agosta (1992) concluded from quantitative studies of family support programs in Iowa and Illinois, 

…most families will maintain their children at home, and though the presence of family support may head off some out-of-home placements, the primary benefit of family support is enhancement of the quality of life of the family.  This enhanced quality of life can in turn have material benefits to the economy in terms of an expanded wage-earning capacity, the return to the work force of the caregiver, and so forth (p. 149).

Furthermore, family support programs can aid in maintaining or improving the many relationships between family members and the systems that are a part of the daily life of the child with a disability and his family.  Just as we can acknowledge and accommodate a person’s special needs while maintaining respect and equality, we now need to make the same considerations for families of people with disabilities.  Furthermore, families of children with disabilities need to have their special circumstances recognized and accommodated so they can provide their children with the security, strength, and nurturing that can only come from within the family unit.
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APPENDIX B

Support Groups Serving St. Lawrence County

Autism Society of Northern New York

Call Monica Rudd (315) 265-2821

Local chapter consisting of a group of parents and professionals encompassing St. Lawrence, Jefferson, Clinton, Franklin and parts of Essex and Lewis Counties

Families for Early Autism Treatment (FEAT) of Northern New York

PO Box 544

Potsdam, NY 13676

Call Mary Pat Hartnett (315) 764-5630

Nonprofit organization dedicated to the promotion of early diagnosis and effective and scientifically proven education, based on applied behavior analysis, for young children with Autism.

Families for Families

Catholic Charities of the Diocese of Ogdensburg

716 Caroline Street

Ogdensburg, NY  13669

(315) 393-2660

Parent run self-help support group for parents of children with ADD, ADHD, and other behavior problems.  Meetings at St. Lawrence Center Mall in Massena, 5:00 p.m., second Wednesday of every month; Catholic Charities office in Ogdensburg, 6:00 p.m., third Wednesday of every month.  Also has a lending library of self-help and appropriate material available at Catholic Charities office.

Learning Disability Association of Mohawk Valley

Contact Sandra Thomas (315) 785-9440

Provides family support services including information and referrals, parent training, case management, advocacy, education and support groups.

Parent To Parent of NYS

Adirondack Office

403 Park Street

Tupper Lake, NY  12986

(800) 603-6778

(518) 359-4367

Parent-run organization that matches families with other families whose child has the same or similar disability, offers support, encouragement and practical tips.  Janice Fitzgerald, Regional Coordinator.

Parents Who Care

104 Little York Road

Gouverneur, NY  13642

Contact:  Lori Keyes (315) 287-4156

Support group and resource lending library for parents of children with disabilities or special needs.  Meetings are the third Tuesday of each month at 6:15 p.m. at the United Methodist Church, Grove Street, Gouverneur, NY.

Preemie Parent Connection

Sandra Peters, Editor/Publisher

2668 State Highway 812

DeKalb Junction, NY  13630

(315) 347-3945

Email:  speters6@tds.net
Web Address:  www.northnet.org/preemieparentconnection
Nationally distributed newsletter for families raising prematurely born children.  Free sample issue available by sending your request along with a first-class postage stamp.  Sandra can also be contacted for information regarding premature infants and children, products, services, information, etc.

SLCARC Parent Support Group

Contact Eunice Lalonde, SLCARC Social Worker & Group Facilitator

(315) 379-9531

Informal support group for parents of children with developmental disabilities.  Meets the first Monday each month from 11 a.m. – 1 p.m. at various locations including parents homes.  Parents bring a bag lunch, relax, and discuss various concerns, etc.

Sidelines National Support Network

Northern New York Satellite Chapter
Sandra Peters, Coordinator

2668 State Highway 812

DeKalb Junction, NY  13630

(315) 347-3945

Support network for women experiencing a high-risk or complicated pregnancy and their families.  Trained volunteer moms who have experienced a high-risk or complicated pregnancy are matched with women currently going through this experience and provide weekly telephone support.  Email support is also available through this national network’s website at www.sidelines.org
APPENDIX C

Agencies and Organizations Serving St. Lawrence County

AT Advocacy Project

Neighborhood Legal Services, Inc.

295 Main Street, Room 295

Buffalo, NY  14203

(716) 847-0650

Email:  NLS01@sprynet.com
Web Address:  www.nls.org
Helps families access funding for assistive technology for individuals with disabilities, publishes IMPACT, their free newsletter with information about AT funding sources.  Previous issues have been very informative regarding SSI, Medicaid, Medicare, Early Intervention, etc.

Adirondack Regional Technology Center (TRAID)

SUNY Plattsburgh

Sibley Hall, Suite 227

Rugar Street

Plattsburgh, NY

(800) 388-0199

Information on assistive technology devices and services, funding sources, referrals, device demonstration center, computer database, lending library, toy lending library for Early Intervention, and more.

Early Childhood Direction Center

BOCES Department of Special Education

PO Box 28Malone, NY  12953

(518) 483-6523 (Parents may call collect.)

Provides free and confidential referrals, consultation and follow-up for children aged birth to five years, their families, and professionals.  Can help find screening, service coordination, evaluation services, information about legal rights and services, financial support, parent support groups, transportation, counseling and medical services.  Also delivers The Parent Child and Professional Partnership:  Journey Through Early Childhood Special Education, a parent education program for parents of preschool children with disabilities.

Early Intervention

SLC Public Health

PO Box 5157

Potsdam, NY  13676

(315) 265-3730

Offers help for children under the age of three that have a developmental delay, vision, hearing or other physical impairment.  Also can help children in the areas of cognitive development, communication, social development, emotional development and self-help skills.  Provides list of evaluators and service providers for parents to choose from.  Further information about providers is available upon request.

Head Start

1 Commerce Lane

Canton, NY  13617

(315) 386-8574

An early childhood program for children ages 3 and 4 years of age and their families with numerous sites within St. Lawrence County.  Eligibility includes the child experiencing a developmental delay, speech impairment, etc. OR the family being income eligible.  

NCCI Deaf Services

RR 1, Box 193B

Malone, NY  12953

(518)  483-1954

Support services for deaf and hard-of-hearing people across the North Country.  Peer counseling, information, referral, advocacy and more.

New York State Commission for the Blind and Visually Handicapped

Office of Children and Family Services

333 East Washington Street

Syracuse, NY  13202-1464

Contact Carol Hile, Children’s Consultant

(315) 428-4138

Each of the Commission for the Blind and Visually Handicapped district offices has a children’s consultant who acts as a case coordinator, provides assistance to parents and family members, and may serve as an advisor in the development of a child’s Individualized Education Plan (IEP) with the school district.  This agency also has funding to cover low vision exams and follow-up, glasses, low vision aids, and adaptive equipment for eligible children.  A resource list of St. Lawrence County parents of children enrolled through this office is also available for other parents.

North Country Association for the Visually Impaired

PO Box 1338

301 Main Street

Lake Placid, NY  12946

(518) 523-1950

Email:  NCAVI@juno.com
Serves the legally blind population in Clinton, Essex, Franklin, and St. Lawrence County.  Offers rehabilitation services; teaches orientation and mobility; provides social casework, intake and social integration, and more.

Promoting Community Membership Project

The St. Lawrence County Child Care Council

318 Ford Street

Ogdensburg, NY  13669

(315) 393-6474

(800) 246-5352

A partnership between the St. Lawrence County Child Care Council and the St. Lawrence County Public Health Department to deliver Early Intervention services to infants and toddlers in typical child care settings.  Offers information about the Early Intervention Program; information about inclusionary child care settings; information about availability of funds to promote inclusionary practices; resource lending library; and training for child care providers, parents, and staff who work with children with special needs and their families.

Reachout of St. Lawrence County

PO Box 5051

Potsdam, NY  13676

(315) 262-2422

A 24-hour crisis and information helpline.  Offers referrals, maintains information on thousands of services including medical care, health problems, support groups, legal questions, finances, grief, loneliness and much more.

St. Lawrence County NYSARC, Inc.

6 Commerce Lane

Canton, NY  13617

(315) 379-9531

Offers a wide variety of services including case management, respite, summer camp, independent living options, transportation, and much more for people with developmental disabilities and their families.  The Saturday Club is for young teens with developmental disabilities and meets every other Saturday for planned outings.  Also has a parent support group, listed separately.

Special Education Training and Resource Center (SETRC)

PO Box 330

Norwood, NY  13668

(315) 353-6175

Assistance with special education law, parents’ rights and roles, legislative updates, information on current issues, consulting with teachers and school districts, referrals to appropriate agencies.

United Cerebral Palsy Association of the North Country

Administrative Offices

101 Main Street

Canton, NY  13617

(315) 379-9667

Respite funds for families of developmentally disabled children that may also be used for goods and services not covered by other sources.  Information and referral, “Kids on the Block” disabilities awareness program for third graders, educational programs, consumer training through family support services, case management, and resource lending library.

UCPA Family Health Care Center

4 Commerce Lane

Canton, NY  13617

(315) 386-8191

Offers primary care, dental care, physical therapy, women’s clinic, pediatrics, orthopedics, optometry, and psychiatry/counseling to individuals with a developmental disability and the general public.

APPENDIX D

Sibling Support

This Appendix includes the following information:

Siblings of Children with Special Health and Developmental Needs:  Programs, Services and Considerations, available online at www.chtop.com/archfs23.htm
Includes briefing on sibling concerns, opportunities that should be provided for siblings, a national model format for sibling programs, a checklist for agencies,  and a list of resources.

Sibling Support Project (including information about Sibshops)

Sibling Need and Involvement Profile (SNIP)

This is the complete assessment obtained from www.chmc.org/departmt/sibsupp/snip.htm where you can also download your copy in PDF format.

Sibling Information Network

Siblings of Children with Special Health and Developmental Needs:

Programs, Services and Considerations
Available online at www.chtop.com/archfs23.htm
Includes briefing on sibling concerns, opportunities that should be provided for siblings, a national model format for sibling programs, a checklist for agencies,  and a list of resources.

SIBLING SUPPORT PROJECT

The Sibling Support Project

Donald Meyer, Director

Children’s Hospital and Medical Center

PO Box 5371, CL-09

Seattle, WA 981

(206) 368-4911

Web Address:  www.chmc.org/departmt/sibsupp

The Sibling Support Project is a national program whose primary goal is to increase the availability of peer support and education programs for brothers and sisters of people with special health and developmental needs.


This Project offers awareness materials such as children’s books, websites, and newsletter for parents, service providers and siblings.  Further they conduct workshops for parents and providers including workshops on how to start a Sibshop; provide technical assistance to those starting local Sibshops; maintain a database of over 350 existing Sibshops and other sibling programs across the U.S., Canada, and beyond; and evaluate the effects of programs for siblings.


The Sibling Support Project website includes SibKids and SibNet listservs, email-type bulletin boards for young and adult siblings, detailed information about Sibshops, information about their workshops and upcoming training events, a listing of existing Sibshops, and an extensive resource list.

Sibshops


Sibshops are primarily designed for school-age children with brothers or sisters with developmental disabilities, however, can be adapted to include siblings of children with cancer, hearing impairment, epilepsy, emotional disturbances, or other types of conditions or impairments.  Sibshops are not therapy, however, their effects may be therapeutic for some children.  Sibshops acknowledge that most siblings, like their parents, are doing well but facilitators do keep and eye out for participants who may need additional services.


Sibshops are lively events that acknowledge that being the sibling of a person with special needs is for some a good thing, others a not-so-good thing, and for many somewhere in between.  Sibshops mix information and discussion activities with games designed to be unique, off-beat, and appealing to a wide ability range.  Sibshops are an opportunity for brothers and sisters of children with special health and developmental needs to obtain peer support and education within a recreational context.


Typically, Sibshops are sponsored by an agency or agencies that serves families of children with special needs.  There are currently 26 Sibshops in New York State, sponsored by such institutions as ARC, UCPA, SETRC, parent programs, school districts, and others.  Although the optimal number of participants is around 12 siblings, these workshops have been successful with 5 – 45 participants.


Sibshops are typically offered on Saturdays from 10 a.m. to 2 p.m, but each community must decide the best days and times for their population.  Some Sibshops are offered weekly, such as an 1 ½ after school program, while others are offered only as an annual all day workshop.   Mostly, Sibshops are offered monthly or bi-monthly.


Sibshops offer the chance for siblings to meet other brothers and sisters in a casual atmosphere and join them in recreational activities.  This helps reduce a sibling’s sense of isolation as participants quickly learn that there are others who experience the special joys and challenges that they do.  Further, the atmosphere and activities promote informal sharing and friendships among the participants.  It is important that Sibshops are not viewed by siblings as yet another thing that they have to do because of their afflicted sibling.  Sibshops provide siblings with an opportunity to learn how others handle situations commonly experienced by siblings of children with special needs and implications of their sibling’s special needs.  Furthermore, Sibshops provide parents and professionals with opportunities to learn more about the concerns and opportunities frequently experienced by brothers and sisters of people with special needs.

Workshops


The Sibling Support Project offers workshops on increasing opportunities often experienced by siblings, strategies to decrease siblings’ concerns and increase their opportunities, how to help your agency or organization provide “sibling-friendly” services, and how to plan and run Sibshops.  For example, Brothers and Sisters of People with Special Needs:  Unusual Concerns, Unusual Opportunities is a workshop taking a large-group format to help participants learn about the concerns and opportunities frequently experienced by siblings and includes implications for parents and service providers (suggested length is 3 hours).   


The workshop Sibshops:  Getting Started runs about 1 ½ hours and covers the logistics of planning and implementing a local Sibshop, collaborating with other agencies, identifying financial resources, and other pertinent information to make a successful program.  There is also a  Demonstration Sibshop available where trainees can attend an actual Sibshop and expect to stay for about 6 hours.

Note:  There is a training workshop scheduled for February 5-6, 1999, in Rochester, New York.  Contact Katherine H. Burnett via Email at kayb@unidial.com for information.
Sibling Needs and Involvement Profile (SNIP)

Available online at www.chmc.org/departmt/sibsupp/snip.htm
Sibling Information Network

The Sibling Information Network

University of Connecticut

A.J. Pappanikou Center

249 Glenbrook Road, U-64

Storrs, CT  06269-2064


The Sibling Information Network, founded in 1981, was established to assist individuals interested in the unique needs of families of persons with disabilities.  Network members include siblings, parents, special education teachers, social workers, psychologists, physicians, nurses, journalists, program administrators and counselors.  The Network was organized to serve as a clearinghouse of information, ideas, projects, literature and research regarding siblings and other issues related to the needs of families with members who have disabilities.


Members have access to bibliographies, list of audiovisual materials, resources for sibling programs, sibling group information, and newsletter.  The quarterly newsletter is the major project of The Sibling Information Network and contains information aimed at the varying interests of members.  Program descriptions, requests for assistance, conference announcements, reviews of research, literature summaries, discussion articles and research reports are but a few of the regularly appearing feature in the newsletter.  Further, a newsletter specifically for children ages 5 – 15 called “Sibpage” is inserted in the Network Newsletter and contains games, letters to the editor, penpals, recipes, and articles written by siblings relating to developmental disabilities.

Individual membership is $8.50, organizations or institutions can become members for $15.00.

APPENDIX E

CHOICES LIMITED

Child Care for Children with Special Needs

Available online at www.cyfc.umn.edu/children/limited.html
Includes a number of model programs in Texas including daycare, before- and after-school care, respite care, comprehensive community services, special programs, and peer support programs.
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� Children under age 6 limited in the usual kinds of activities done by most children that age and receiving  services for developmental needs; children 3-14 limited in ability to walk, run, or use stairs; and children ages 6-14 whose ability to do regular school work is limited.


� Previously a child’s disability was judged in comparison to a similar disability afflicting an adult, now a medically determinable impairment that meets the statutory requirements and results in severe functional limitations is required.


� Children who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and require health and related services of a type or amount beyond that required by children generally.





_1003509749

