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Families raising young children with disabilities face a variety of stressors that may result in an increased risk for mental health problems.  Early intervention providers are charged with meeting the developmental needs of young children with disabilities, including infants’ and toddlers’ mental health needs in partnership with families.  Partnerships between parents and providers may be strengthened by their participation in workshops on topics of mutual interest.  A survey was developed and distributed to a statewide, random sample of parents and providers in order to assess the joint infant mental health training needs of parents and providers enrolled in Indiana’s early intervention system.  Survey data from 535 parents and 627 service providers were compared along several dimensions.   Parents and providers indicated high levels of interest in additional training related to all four domains of infant mental health: attachment, stress/coping, behavior, and regulation/adaption.  However, families preferred to learn directly from their providers while providers preferred to attend conferences and workshops geared toward their level of experience and expertise.   These findings challenge policy makers to develop different strategies to meet the unique infant mental health training needs of parents and providers in early intervention systems. 

The field of infant mental health is concerned with promoting the well-being of young children and addressing any emerging behavioral or emotional problems these children may develop.  Parents raising a young child with a diagnosed disability or developmental delay may be at greater risk for problems of coping with loss and attachment issues; some of these children may also be at risk for developing behavioral problems (Minde, 2000).  

In the U.S., federal legislation—the Individuals with Disabilities Education Act (IDEA)—requires that all young children with disabilities or developmental delays be identified and referred for evaluation and assessment presents a unique opportunity to also identify potential mental health needs this population may exhibit.  This same legislation mandates that early intervention personnel receive appropriate training to meet the broad array of developmental needs of these children and their families.  Unfortunately, service 
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providers have often been trained to work with families on specific developmental domains (e.g., fine or gross motor, speech, etc.).  This disciplinary expertise may leave some interventionists less prepared to assist families with infant mental health issues that may arise.

The IDEA further directs state systems to be family-centered in their approaches to service delivery, policy making, and systems-development.  For example, families are required members of federal and state interagency coordinating councils.   Moreover, families must be full partners in developing an individualized family service plan (IFSP) to address their child’s developmental needs (McGonigel, Kaufmann & Johnson, 1991).  Research supporting the effectiveness of early intervention when parents are full partners in their child’s program can be found across the globe (King, King, Rosenbaum & Goffin, 1999; Pelchat, Bisson, Ricard, Perreault & Bouchard, 1999; Peterander, 2000).  This evidence combined with the provisions of IDEA challenges policy makers and program managers to build collaborative partnerships between parents and professionals.

A collaborative relationship exists when both parents and professionals view each other as partners, with each providing expertise and knowledge that will help the family reach their goals (Dinnebeil, Hale, & Rule, 1996).  One model for enhancing parent-professional collaboration is based on family-centered consultation in interactions and interventions that are designed to meet the unique needs of the individual child and family (Leviton, Mueller, & Kauffman, 1992).  Involvement of the family in planning conferences and discussions can move infant mental health interventions from family friendly to family driven.  For collaboration to be successful, all members of the team, including the child’s parents, must have a basic level of knowledge to bring to the table (McGonigel, Kaufmann & Johnson, 1991).

Problems can occur in role identification in a collaborative model for both providers and parents. Early intervention providers may also have difficulty with their roles in the collaboration process.  The IDEA challenges many long-standing practices and requires new ways of delivering services to young children and their families.  These challenges include how to function as a member of an interdisciplinary/transdisiplinary team as well as how to integrate the family into that team (Whitehead, Jesien, & Ulanski, 1998).  Some families find the IFSP process intimidating and may feel reluctant to share information with child development experts (Gilkerson & Stott, 2000).  Parents can be helped to see their contribution to the team by reminding them that they are the true expert when it comes to their child. 

Movement has been slow toward including collaboration techniques as part of professional training programs, and parents are often not included in the development of those programs (Jivanjee & Fiesen, 1997).  The usual case presentation model for interdisciplinary teams may not meet the joint training needs for parents and professionals (Hirshberg, 2000).  To train parents with professionals, researchers have found that professionals must first have a willingness to collaborate with families (Hartrick, 2000; Zhang, Bennet & Dahl, 2000).  A precursor to developing this willingness is for professionals to have confidence in their own knowledge and abilities—as well as the abilities of other team members—and a level of comfort with relinquishing some of the power that comes from engaging in truly collaborative partnerships. 

This paper presents findings from a survey of a multi-disciplinary sample of early intervention providers and parents enrolled in the early intervention in the state of Indiana.  The survey was intended to identify the need for additional knowledge about infant mental health issues, with the goal of developing training opportunities to meet their joint needs. Comparisons between the two groups’ identified needs and the preferred method of obtaining information will be discussed.

Method

Subjects.  Data from two groups of respondents were compared: (1) parents of children receiving early intervention services (n = 535), and (2) early intervention service providers (n=627) (Data from the parent survey were reported in Infant-Toddler Intervention: The Transdisciplinary Journal Vol. 10, No. 4, December, 2000.)
A random sample of parents with young children served by the early intervention (EI) system in Indiana was identified (n = 1,450) and 535 completed the survey.   Nearly all (88%) respondents were mothers of a 
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child served by the state early intervention system; 18 fathers (3%) completed the survey and 11 grandmothers (2%) with the remainder being submitted by another relative or legal guardian.  Three‑quarters of the respondents had more than one child living in their home, and nearly 20% reported having more than one child with a special health care need.  Most children (83%) were under the age of three (M = 20 months, SD = 11 months). Reasons for referral to early intervention included: developmental delay (34%), established medical condition (46%), one of eight biological risk factors (15%) or some other diagnosis that placed the child at risk for developmental delays (5%).   Eighty‑four percent of the families responding were Caucasian and 57% reported living in an urban area of the state.  Mean years of maternal education for respondents was 13.4 (SD = 3.6); 44% of mothers had a high school degree or less education.

Concurrently, a random sample of direct service providers (n =  1,253) who were credentialled by the early intervention system in Indiana—First Steps—was identified.  Of those responding (n = 627), 45 percent had been involved with First Steps for more than five years, and one‑third had less than three years experience.  Nearly half the subjects were either a speech therapist (16%), occupational therapist (12%) or physical therapist (14%); nearly one‑third identified themselves as a developmental therapist (27%)—a disability professional specializing in early intervention with young children and their families.  One percent of respondents were social workers (n =  8), psychologists (n = 6), nurses (n = 6) and the remainder came from some other discipline (3%).  Only 5% of the subjects were non‑Caucasian—the majority of those being African American.  Twelve percent reported also being the parent of a child with a special health care need.

Instruments.  In collaboration with parents of children with special health care needs, a jury of experts in the fields of infant mental health (IMH), early childhood development, and developmental disabilities developed the content for the survey items.  Survey items were then reviewed and modified by a number of researchers with experience in questionnaire design. Following pilot testing, six items were added to the instrument.  

The final instruments contained 20 items pertaining to knowledge about four domains of IMH: attachment (4 items); behavior (7 items); stress and coping (5 items); and regulation/adaption (4 items).  Parallel forms of the survey were developed for parents and providers.  Parents were asked to rate each of the items based upon two dimensions of their experience:  (1) Early intervention providers have helped me learn more about; and, (2) I would most like to learn more about.  Providers rated the same items based on three dimensions of their experience:  (1) I work/have worked with families who would benefit from learning more about; (2) In my work with families of children with disabilities, I am most comfortable dealing with issues related to; and (3) I would like to learn more about.  Parents were also asked to rank seven different modes for gaining additional knowledge about IMH.  Two additional sections of the provider survey assessed the respondents’ preferred modes for additional training in IMH and specific content that should be included in training materials.  All items were rated on a five‑point Likert Scale (from 1=Strongly Disagree to 5=Strongly Agree).  Open‑ended questions were also included to elicit feedback from providers on additional training issues or concern to them.

Procedures. Questionnaires were mailed to random samples of parents and providers enrolled in the First Steps system in five pilot counties.   Preliminary results were tallied and minor revisions to the instrument were made.  The instrument was then mailed to a random sample of First Steps families and professionals statewide.  Overall, a return rate of 39% and 38% was attained for parents and professionals, respectively. 

Statistical analyses included frequency distributions for item‑level responses, means and standard deviations for scales, and t‑tests for assessing differences in mean scale scores between parents and providers.  Due to the large sample size, statistically significant differences were only reported if the p‑value was less than .001.  Reliability for domain scales was assessed through Chronbach’s alpha.

Domains of Infant Mental Health.  Items were grouped into scales reflecting four domains of IMH: attachment, behavior, stress and coping, and regulation/adaption.  Responses of no opinion (the middle position on the Likert‑scale) were recoded as missing; other responses were recoded to adjust for this change in scoring (i.e., 1=strongly disagree, 2=disagree, 3=agree, and 4=strongly agree).  Scale scores were 
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Table 1.  Reliability and Content for Infant Mental Health Survey

	
	Section 1 
	Section 2 
	Section 3 

	(1) Attachment: 4 Items 



a) How my child and I get to know one another

b) Holding/positioning my child during

     feeding/mealtimes 

n) How my values/experiences can affect my

    relationship with my child

o) Importance of how to build a positive

    relationship/interaction with my child
	Providers

Alpha = .71

Parents

Alpha = .81
	Providers

Alpha = .67

Parents

Alpha = .82
	Providers

Alpha = .85



	(2) Behavior: 7 Items




d) Realistic behavior expected of typically

    developing children

e) Behavior issues related to my child’s

    disability

f) Identifying problem areas and solutions

    related to my child’s behavior

g) How my child learns through play

j)  Ways to discipline my child

k) Specific discipline issues related to my

    child’s disability

m) How my other children might handle their

     brother or sister’s disability
	Providers

Alpha = .86

Parents

Alpha = .86
	Providers

Alpha = .88

Parents

Alpha = .92
	Providers

Alpha = .91

	(3) Stress & Coping: 5 Items



p) How to talk with someone else who

    understands the issues I am dealing with

q) Coping with the loss of the baby I had 

    hoped for

r) Taking care of myself and why this is so

    important

s) How to recognize when my child is stressed,

    my own stress and what to do

t) Being more confident in myself and trusting

   of others
	Providers

Alpha = .85

Parents

Alpha = .84
	Providers

Alpha = .88

Alpha = .88
	Providers

Alpha = .92



	(4) Regulation/Adaption: 4 Items


c) Specific feeding problems related to my

    child’s disability

h) How to help my child sleep through the

    night

i)Sleep disorders related to my child’s

   Disability

l)  My child’s disability
	Providers

Alpha = .73

Parents

Alpha = .74
	Providers

Alpha = .74

Parents

Alpha = .82
	Providers

Alpha = .73


Notes:  Items listed in the table are from the parent form of the survey. The letter preceding each statement corresponds to the item as listed in the original survey.
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calculated by: (1) summing the values on individual items comprising the scale; and (2) dividing by the number of items the respondent had replied to in that domain.  This process yielded comparable scores across domains, adjusting for differences in the number of items comprising each scale.  

Table 1 (see previous page) presents the composition of sub‑scales as well as the alpha coefficient for each domain.  All scales demonstrated good to excellent reliability; alphas ranged from .74 to .92 for parents and .67 to .92 for providers.

Comparisons of Scale Means.  A series of comparisons were conducted using the domain scales from different sections of the parent and provider surveys.  These comparisons were designed to explore the intersection between parents’ and providers’ knowledge and interest in IMH issues.  Four specific questions were addressed:

-Were similarities observed in the domains in which parents and providers wanted additional training?

-How good a fit was there between the domains in which parents reported they wanted to learn more and the current comfort level of providers with those domains?

-Was providers’ reported comfort level in different domains related to families’ reports that providers helped them learn more?

-Were there significant differences in the domains in which providers perceived families’ IMH needs and families’ reports of learning from their early intervention providers?

Joint training needs.  Data from parents and providers were compared to determine if there were similarities in the domains in which additional IMH training was requested.   No differences were observed in the level of interest expressed by parents and providers in learning more about stress/coping and child regulation and adaption (M = 3.2 for both domains for parents; M = 3.1 and 3.2, respectively for providers).   Small but statistically significant differences were observed between parents’ and providers’ interest in learning more about behavior and attachment issues.   In both domains, parents reported somewhat higher levels of interest than did providers (M = 3.4 and 3.1 for behavior; M = 3.1 and 2.9 for attachment), but effect sizes were small (d = .31 and .28, respectively).

Match between Parents’ Interest and Providers’ Knowledge.  The second question explored was the extent to which providers had the expertise needed to help families learn more about IMH concerns.  To address this question, the scale means for section two of the parent survey (i.e. I want to learn more about...) were compared with the mean scores for section two of the provider survey (i.e., I am most comfortable dealing with issues related to...).   A pattern was observed in the differences between the provider and parent scores: parents rated their interest in learning more about child regulation/adaption, stress/coping, and behavior higher than providers rated their comfort with these areas ( M = 3.2, 3.2, and 3.4, respectively, for parents; M = 2.8, 2.9 and 3.1, respectively for providers).  These differences were statistically significant with moderate effect sizes (d = .51, .43, and .38, respectively).   

Match between Parents’ Knowledge Gains and Providers’ Comfort.   Next, a comparison was made between the parents’ scale means from section one (i.e., Early Intervention providers have helped me gain more knowledge about...) and the providers reported comfort level (i.e., section two of their survey).  There appeared to be a good match between parents’ knowledge gains and provider skills related to behavior and stress/coping issues; this was inferred from a lack of significant differences between the scale means in these two domains.  However, small but significant differences were observed in the means for attachment and regulation/adaption: parents rated their gains in knowledge of attachment issues from providers slightly lower than providers rated their level of comfort (M = 2.9 versus 3.1, respectively; d = .23).  On the other hand, parents rated their gains in knowledge about regulation/adaption slightly higher than providers rated their comfort (M = 3.0 versus 2.8, respectively; d =.24).

Match between Parents’ Knowledge Gains and Providers’ Perceptions of Need.   The final question compared providers’ assessment of families’ perceived needs for additional knowledge about infant mental health issues with families reports of gains in knowledge.  A consistent pattern of significant differences were observed: providers reported higher levels of agreement for behavior, regulation/adaption, 
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stress/coping, and attachment than did parents (M = 3.6 versus 3.2, M = 3.5 versus 3.0, M = 3.3 versus 2.8, and M = 3.4 versus 2.9, respectively).  Effect sizes were larger—varying from .82 for behavior to .63 for attachment.

Preferred modes for future learning.   In addition to exploring whether there was overlap in the domains of IMH that providers and parents would like to gain more knowledge, preferred modes for gaining this knowledge were compared for the two groups.  Parents rated learning from my providers as the way they learn best, followed by printed materials, newsletters, video‑tapes in my home, and parent‑to‑parent support groups.  On the other hand, providers rated attending workshops and conferences as the way they learned best.  Significant differences were observed in how strongly providers and parents rated attending workshops and conferences (M = 3.5 versus 3.1; d = .5).

Discussion and Implications for Policy and Practice

These findings reinforce the idea that more attention should be paid to addressing the infant mental health needs of children and families enrolled in early intervention programs.  Both parents and early intervention providers reported high levels of interest in learning more about all four domains examined in our survey.  Subtle differences emerged in the specific domains in which families and providers wanted to gain additional skills and knowledge.  In addition, differences emerged in the ways in which providers and parents preferred to gain more information about infant mental health.  These differences have important implications for service providers and state planners.

When parents’ and providers’ survey responses were compared, parents expressed higher levels of interest in learning about attachment and behavior issues than did providers.  Attachment issues for parents of children with disabilities may be particularly salient.  From the moment a pregnancy is confirmed, many parents dream about the positive possibilities for their child and what the world has to offer.  When a child is diagnosed with special needs, many parents mourn the child they were hoping for and try to accept the child that they have (Trachtenberg, 1992).  Parents’ attention may be focused on identifying services and supports for their child’s diagnosed condition, limiting time available for enjoying simple infant interactions that are building blocks for secure attachment.  Children with disabilities may have difficulties in exhibiting attachment-related behaviors thus limiting cues to parents; this may strain the natural development of parent/child attachment relationships.  Providers need to be sensitive to these issues and trained on how to foster attachment.

Behavior of children with disabilities was also a significant concern of the parents in this sample.  As a group, children with chronic conditions are at greater risk for developing social-emotional and behavioral problems (Thompson & Gustafson, 1996). Since the emphasis on addressing the infant mental health needs of children in early intervention is relatively recent, it is important that providers become competent in assessing the status of infants with whom they are working.  While many of the developmental assessments that are currently in widespread use purport to address infants’ and toddlers’ strengths and weaknesses in the social domain, these broad-based measures often fail to capture many of the IMH issues tapped in this study.  Researchers are developing new tools to better assess infant mental health needs (e.g. Ages and Stages Social-Emotional scale, Squires, Potter & Bricker, 1999; Infant Toddler Social Emotional Assessment, Briggs-Gowan & Carter, 1998) and as these are brought into widespread use, providers will have much-needed tools to assess IMH concerns.   Beyond this, providers must develop trusting, personal relationships with families in order to facilitate their assessment of IMH issues (Hirshberg, 2000).  

A number of key outcomes emerged from this research that have implications for early intervention systems as infant mental health training and technical assistance activities are planned.  First, parents indicated their preference for learning directly from their early intervention providers.  On the other hand, providers preferred to attend workshops and conferences about IMH issues.  Providers stressed the need for the training content to reflect both their disciplinary expertise as well as their years of experience in the field.  These findings may reinforce the conclusion that conducting joint training workshops for parents and providers may not be the best strategy to meet each group’s needs.
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Overall, these results underscore the desire of both parents and providers to gain increased competence in working on IMH and a commitment to working together to address the child’s IMH needs.  The data from this study highlight the need for early intervention systems to develop partnerships to foster leadership training in infant mental health.  These partnerships should include researchers and clinicians working on mental health issues in young children and their families.  Given the complexity of these issues, expertise from a variety of disciplines is crucial and innovative ways of educating parents and providers are needed.   Young children with disabilities and their families must receive the mental health supports they need and early intervention providers are in a unique position to assist these vulnerable families. 
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