Closing Address for
”What Develops?  Understanding Assessment  in Early Childhood Education” Workshop
May 13, 2004

Scarfe, University of British Columbia

Presenter: Dana Brynelsen

Provincial Advisor: Infant Development Programs of British Columbia
Where Are the Children, Assessments for Whom?
Thank you for the opportunity to address this workshop on a topic that I believe is a very important topic for all of us who work with young children and their families in BC. That topic is screening or more specifically Universal Developmental Screening, which we do not have at this time. There is however, increasing interest in BC in screening the development of young children and screening initiatives are underway in many communities. The Early Childhood Educators of British Columbia (ECEBC)  and many early childhood educators are involved with these endeavours, and wish to have more opportunities for training in this field.  Dr. Dahinton’s workshop earlier today described the work and research she and her colleagues are doing for the screening project in the Fraser Valley. This is part of the Consortium for Health, Intervention, Learning and Development  Project (C.H.I.L.D)  at the University of British Columbia under the direction of Dr. Hillel Goelman, a strong supporter of early screening. Other screening initiatives are happening in the Ministry for Children and Family Development (MCFD) Children First projects, and of course, for many years, Community Health Nurses have been in the forefront of developmental screening programs. Esther Pace, the Manager of the Child Youth Family Programs for the Central Vancouver Island Health Region will be joining me in this presentation to describe the screening initiatives developing in her region. 
 
None of these initiatives however, are provincial or universal in scope. They are often tied to children considered to be at risk and /or are not part of a permanent child health record with child development tracked over time.  The majority of children in British Columbia today do not have their development routinely screened and tracked. For every child that is referred early and appropriately to assessment, diagnostic and intervention services, there are at the least two or more who are not.  I have worked in the Infant Development Program

(IDP) for many years, and I cannot tell you the number of times Kindergarten teachers and primary school teachers throughout British Columbia have said to me, “You can sure tell the kids who were lucky enough to get into the IDP”. And I think,  Why should “luck” play any role at all in how children access needed services?
I am advocating that we move to a system that ensures that from birth every baby in BC has his or her development routinely reviewed at predetermined intervals by trained professionals in concert with their parents. Parents have expert knowledge of their child and their observations, questions and concerns play an important part in screening system. Luck should play little or no part in a system that ensures that ALL young children have access to regular opportunities for careful review of their development.    
As you know, developmental screening is a procedure designed to identify children who should receive more intensive assessment or diagnosis for potential delay or disability. The prime reason for developmental screening is to ensure that children with behavioural or developmental challenges and their families have the earliest possible opportunities for intervention. Earlier detection of delays leads to improved child health and well-being for identified children and for their families. Routine screening involves regular and scheduled screenings at intervals throughout a child’s life ideally commencing prenatally. Ongoing records are kept to enable comparisons of development over time. Subtle developmental problems which can point to the probability of more serious problems later may only emerge as a pattern over time. Several factors can lead to a better outcome for a child:

 1) The anticipatory developmental guidance, support and education that are offered to parents at the screening are often enough of an intervention to function as a form of primary prevention. 
2) Screening will sometimes pick up early signs of delay and children may be referred to intervention services. 
3) Screening may pick up signs of very serious developmental problems like autism or degenerative conditions like Rhett Syndrome in which skills gained are subsequently lost. 
4) For some children, early identification can lead to life saving intervention.
 
If screening is to be effective, it must be universal. All children in a community need to be tracked.  Research from the U.S.A. shows that in the absence of universal developmental screening programs, most children with developmental delay will not be identified early in life. Similar research for most populations of children with delay or disability has not been done in B.C.  We do however have research that demonstrates the same results as the U.S.A. studies for children who are deaf and hard of hearing. Even with the benefits of our health care system, there is no reason to think we differ from the States in the outcomes for children with other diagnostic conditions. 

Children in B.C. who are deaf and hard of hearing are identified, on average, at 44 months of age. This late identification means that some never catch up with their hearing peers. They remain several school grades behind, read at a grade 3 or 4 level at high school graduation, and are disadvantaged for life. Children who are identified in the first few months as having severe hearing loss who receive intensive auditory training remain close to their peers in terms of their language development in their early years. This provides a life long benefit. Some of you attended Dr. Jamieson’s and Susan Lane’s presentation and know that we are working hard in B.C. to introduce Universal Newborn Hearing Screening. I mention this here because it is a well- researched example of the importance of universal screening and the lifespan benefits of early intervention. These results cannot occur without early identification of the problem.  Why don’t we a have Universal Developmental Screening system in B.C.?  
Jim Garbarino, whom some of you know as a brilliant American child development researcher, describes moving his family from one state to another when his job changed, and the time and effort it took him to register his car in the new state. Forms, paperwork, and new license plates took many hours of his time to effect this transfer.  Huge and expensive bureaucratic systems were in place to register his car. He was also moving with his three year old daughter. There was no tracking of her move. No authorities were aware or concerned. She was on no list. If she disappeared, there was no record of her in any file that could surface and cause concern. He believes that in North America we do not value young children and their families, and we do not spend time and money to ensure they are ‘tracked’ in any way let alone developmentally. 
We have a similar car registration system here, and we also have Air Care. Somehow, we can find personal and public dollars to ‘track’ air emissions annually, or biennially for 1,200,000 cars registered in the Lower Mainland. Now I am not suggesting that we stop this. The economic benefits are clear; but there are also economic benefits for early identification of developmental problems in young children as the work of the Human Early Learning Partnership (HELP) researchers, under the direction of Clyde Hertzman and Hillel Goelman, inform us.  Yet we can’t find the time, energy or resources to track 20,000 annual births in the Lower Mainland. Just for the record, that is 60 cars in the Lower Mainland for every baby, or 20 cars for every child under the age of 3. You just have to shake your head at our priorities in this society.  We are not talking about a system that is new, or revolutionary or even very expensive. As an aside, Jim’s comments on car registration may have had a bit of an impact in the U.S.A. because some level of screening is now legislated in most states. Western Europe has invested in this for fifty years.  
Thirty years ago when I first started working in the IDP, Dr. Geoff Robinson a pioneer of many of the children’s health services we have in B.C. introduced me to  Dr’s Wynn and Wynn. These English physicians described to us the systematic approaches England and Western European countries were taking to track child development. Children were followed from birth, on a very regular basis, primarily by public health nurses and clinic physicians. In some countries close to 100% of the child population were screened at birth and then at 4 months, 8 months, 12 months, 18 months, 24 months, 30 months, 36 months 48 months and 60 months. This initiative was voluntary, and parents participated because they believed that this developmental attention was important for their children and for their families. Finland is in the news now because of the remarkable record of school achievement for Finnish children. One part of this success may lie in the fact that Finland has routine developmental screening for all children. It starts at birth, continues at very regular intervals and reaches 99% of the population, in a country with far more challenging weather and geography than B.C.   In countries like Finland, with universal screening, there are few surprises at Kindergarten because early delays are caught and children and their families referred to appropriate interventions. After hearing these English physicians, I became an early convert to the importance of this initiative. I deeply regret that public health and the work of community health nurses in B.C. under whose jurisdiction such endeavours should be expanded, have been so badly eroded over the years. 

On the positive side, there is recently renewed interest in screening. Many of the Early Years Initiatives and some Health Regions have determined that screening of young children for developmental problems is a priority for them. However, in order to be successful at this, we need a system that is provincial in scope to ensure that children do not fall between the cracks. Families with young children in BC are mobile and without a provincial system the child who is first identified as having a delay in Fort Saint John, may move with his mother to Vernon and end up in Vancouver with no communication between these separate regions. For those of you who have worked in BC for a while this route just described was the one Mathew Vaudreuil and his mother took. In each of these communities, very concerned professionals were involved with him, but as Mathew moved, information about him and his family did not. His death at the hands of his mother in Vancouver led to the Gove Report, and the creation of the Ministry of Child and Family Development.  I am perplexed however, as to how current approaches to regionalization will improve outcomes for such children. We know from I.D.P. statistics that the most vulnerable of the children we serve are also the most mobile. In some I.D.P.’s over 25% of children who leave the program move out of the service catchment area. This is not a move across the street. Children move from region to region. Different screening and assessment tools are used or being considered for use in each of the Health Regions. How we do compare developmental outcomes for children if we are using different tools, even if we are able to gather the information from the various regions?
It is true that many children in B.C. are referred early and appropriately to intervention services.  There are about 160,000 children three years and under in BC and 5800 of them or 4% are receiving services from an IDP. So we know that someone, most typically a public health nurse or doctor or concerned parent, has identified an early special need for these children. Many of these children have conditions that are easily identified like cerebral palsy, Down syndrome. They may have been significantly premature or at very high risk for other reasons. However, most children with behavioural or developmental disability have ‘invisible’ disabilities, and  are not part of a risk category. Although they could be picked up with universal screening, they are not identified in their early years as needing intervention. These children turn up at age 5 at the Kindergarten door with significant delay and undiagnosed disabilities. Some never reach their full potential because we failed to find them early in life and offer them and their families support and intervention. 
Clyde Hertzman’s very important work mapping the Early Developmental Inventory (E.D.I.) across BC informs us that depending on the social economic demographics of a community, between 13% to 35% of Kindergarten children have one or more developmental concern.   Although some may not be easily identified earlier as needing help these numbers are a long way from the 4% overall referred to the I.D.P. Conservative estimates of the numbers of children that might benefit from early intervention range from 10 to 20%. Early intervention for these children is not just about effective developmental strategies to improve child functioning. It is also about the supports that families may need in order to form close and loving interactions with their child and within the larger context of their family and community life.   
 
When children have behaviours that are challenging, or their development is not progressing the way it is for other children of the same age, families may struggle with great unhappiness in their relationship with their child. Challenges in interacting with them may not be understood to be the result of constitutional or developmental problems in the child. They may be believed to be volitional behaviours under the child’s control. This misunderstanding can further exacerbate family interactions. It is now understood that most serious childhood disorders have as a common root, problems with conflicted relationships between the parents and the child.  Another outcome in the absence of a diagnosis is that professionals involved with the family may attribute child behaviours to poor parenting, thereby undermining parental confidence and having a further negative impact on the parent child relationship. Yet another outcome is that families may also be very uncertain as to what to expect in terms of child development and not realize that their child has developmental difficulties that could be helped. . 
Dr. Carol Crill Russell, the research director of Invest in Kids was in Vancouver earlier this year and gave presentations to the B.C. Council for the Family, the B.C. Association for Family Support Programs and the Minister of State’s Forum on Early Childhood Development. In her addresses she referred to a study done by Invest in Kids on parenting knowledge in Canada. This study is available through their website www.investinkids.ca and is titled “A National Survey of Parents of Young Children”. In this survey, they determined that Canadian parents are committed to their parenting role, and have a desire to learn, but do not feel confident in their knowledge about child development and parenting. The survey also reported that there was little reason for parents to feel confident because their knowledge of child development also assessed in the survey was not high. This lack of confidence and lack of knowledge applied to parents across the board, young, single parents as well as older, affluent and well educated parents. It is a myth that parents who are young or poor or lack post secondary education are the only parents on the block who need access to information and support in their parenting role. It is also a myth that children with developmental problems are born only into families who struggle economically. All parents may need help from time to time and children with special needs may be born into any family.  Parents seeking knowledge and support turn most frequently for help from doctors, who have little time to give support (and perhaps limited knowledge as well around developmental or behavioural problems.) Parents also turn to other community parents who may like them be lacking in knowledge. The results are that parents may not be able to detect developmental problems in their children because they do not have the knowledge or may not be able to find knowledgeable supports or services when they do have concerns and questions. 
Very few professionals involved with young children and their families are using screening tools as a regular part of their work. The exceptions are public health nurses working primarily with populations at significant risk, more specialized services like the I.D.P., Supported Childcare (SCC) Development Programs and paediatric therapists who are already serving children identified as having developmental problems. Children may be seen in a variety of other community settings, but developmental problems remain undetected because, with those exceptions, screening tools are not being used routinely. 
Children who attend childcare programs may not be picked up as needing developmental assistance. For some children attending such settings, childcare is not in and of itself enough of an ‘intervention’ to alter downward trajectories. “We know that extensive research from a variety of service system perspectives converges on the principle that effective intervention demands an individualized approach that matches well defined goals to the specific needs and resources of the children and families served.”( Neurons to Neighbourhoods, p. 361.) In order to achieve optimum developmental outcome, some children must receive specific interventions from I.D.P. and S.C.C. consultants, paediatric therapists, psychologists, or behavioural interventionists working closely with their families. These children will not be referred to such services if their developmental problems are not identified first.  
Some staff working in childcare settings may not have the training to pick up subtle developmental signs of delay or disability. Even with specialized training, few staff have the time or resources to follow child development in a systematic way to ensure early assessment and identification which would lead to parent counseling and appropriate intervention. Many childcare staff and early childhood educators wish to do more in this area. They realize their great potential to do more, which was emphasized by Dr. Houbé’s presentation; but even if these valuable community resources were trained and supported to do this work, unless it is part of a universal system many children would be missed.
Even experienced clinicians who assess children every day miss signs of developmental problems in children. In preparing this presentation, I was talking to Ann Reiner, fondly referred to as B.C.’s oldest living paediatric therapist. As a Physiotherapist and an Occupational Therapist combined with a Master’s degree in Special Education, and work that ranges from charge physiotherapy at B.C. Women and Children’s Health Centre to community work with the I.D.P. and school therapists to school districts in the Lower Mainland, Ann has provided treatment to thousands of young children in B.C. However, she is adamant about the need, her continuing need, to use a standardized screening or assessment tool in making decisions about a child’s developmental status. She does not rely alone on her clinical judgment, which is considerable. For example, if some children are small for their age, and they are developing normally, we may see their behaviours as precocious. If they are big for their age and fall behind, we may judge them as younger than they are. Sometimes the strengths we see in a child may mask a delay or their social skills are such that we dismiss any concern. When we like a child and his or her family, we want the very best for them. It is hard to acknowledge that there may be developmental problems. There is considerable social stigma still related to developmental delay or disability, this is not neutral ground for many of us.  
Many years ago my daughter Erendira was at B.C. Women and Children’s Health Centre for assessments in a number of health and developmental areas. One area was hearing. Erendira had cleft lip and palate, and conductive hearing loss often accompanies this disability. I knew many of the clinic staff at B.C. Women and Children’s Health Centre through my work with the I.D.P. The day of the assessments, I was having lunch in the cafeteria with Erendira, and was joined by the head of the hearing loss clinic that we were to visit that afternoon and a few other folks. That cafeteria is now closed thanks to budget cutbacks, but at that time, it was a very busy and noisy place to be. Erendira had wandered away from the table, and I called out to her. As I called, she was turning back to me. The head of the hearing loss clinic said, “See, she heard you Dana, her hearing is normal. ” Well, not exactly. In the audiological assessments later on that day we discovered that she had a 50 decibel hearing loss in both ears, and surgery was immediately scheduled. Her turning back was coincidental to my calling to her, and the doctor’s hopeful comment that her hearing was normal may have reflected a wish that this charming little girl, who had already been through so much, not have yet another challenging disability added to the list. 
A few weeks ago, I had a call from a mother interested in what I.D.P. services we might be able to offer her family. She had found the Infant Development Program on the web.  She had a 15 month-old daughter who was being followed by a paediatrician in the Lower Mainland. The paediatrician had adopted a wait and see approach to this little girl’s development. The mum said she was worried because her little girl was unable to sit without support, was not pulling to stand, was not playing with toys or using words. The mother knew she should be doing these things and wanted help. I asked if the physician had done any screening tests or developmental assessments with her daughter, and was told he had not. 
 
Even the most experienced clinician needs to rely on standardized screening tools or assessments. Our finding in BC is that many experienced clinicians are not using standardized tools. Parents do not easily find help when they have legitimate concerns about their child’s development. Early Childhood Educators may not have the time, training or resources to screen children.  With cutbacks in the childcare sector, fewer and fewer children are able to access these important community services. However, even if we were all using standardized screening tools, we would still need a system of tracking child development to ensure no child is missed. If we really want to make a difference for all children in B.C., we need to move from the haphazard, hit and miss ways we currently use to find children with developmental delay or disability and move to a systematic developmental screening approach enjoyed by many parents in many places around the world. Even in the U.S.A. there is a legal mandate to do this in many states. 
Some Canadian policy researchers have questioned the need for such a system, concerned that it requires significant resources, may not lead to improved child outcomes or be welcomed by Canadian parents.  In the early 90’s such a system was introduced as a research pilot in Ontario to answer those questions.  I would like to describe features of that system, as it was fairly well evaluated and the response of parents to this was studied as well. We will then have Esther Pace give a description of a screening system implemented for all children in the Central Vancouver Island Health Region, and end with a plea for your support for a Province wide approach to tracking the development of all young children in B.C. 
“Staying on Track”, an Early Identification, Tracking and Referral System was set up to track all infants, preschoolers and their families in Brockville Ontario for a period of three years. This Canadian community was picked because it had a relatively stable population; it had a small birth rate (200 – 300) births per year, and the project did not have enough money to follow a larger population. The project started in the early 90’s in response in part to the budget cuts public health was experiencing which were significantly reducing their capacity to provide screening and support to families around child development and parenting issues. Sound familiar? In this project, there were two main questions:

1.  Could developmental screening and support to families lead to improved outcomes for children?, And

2. Would this service be something Canadian parents would want for themselves and their children? 
During this project Community Health Nurses, at pre-assigned intervals, provided information and counselling for families and made referrals to other agencies if problems were judged to be beyond their expertise. There were three cohorts of children and one control group. In the first cohort, infants received four home visits starting at birth. In the second cohort, children received three clinic visits starting at 18 months. In the third cohort, the control group, children were seen only once at Kindergarten screening. In general, children in the first cohort received much more intensive intervention than in the second cohort, which in turn had more intensive intervention that in the third cohort. There were statistically significant benefits on a number of developmental tests for the first cohort in relation to the second cohort which in turn was significantly better off developmentally than the third cohort or the control group. The main areas studied were self-regulatory behaviour, developmental level and social competence. Ninety-seven percent of the parents in cohort one wanted developmental screening to be part of the health care system.  There were 600 parents in the total tracked, and only five found the questionnaires to be a problem, less than 1%. The total cost per child was $454 per annum. As a result, we know such a system in Canada works, it benefits children, parents want it, and it is financially within our reach.

We have current and very exciting work in B.C. as well, and I would like to introduce Esther Pace to you now to describe her work on Vancouver Island. Esther is the Manager – Child, Youth and Family Programs Vancouver Island Health Authority and has been working with a screening program there with great results for the past two years.
IN CLOSING
Research on early childhood development from neurobiological, behavioural and social science perspectives has been recently reviewed in many books like “Neurons to Neighbourhoods”. As my daughter would say, “It’s hot”.  Everyone in this room knows that early life experiences are important, that early relationships have enormous impact on our developmental outcomes, that development in the early years is rapid and complex, and that planned interventions for children and families early in life can increase the odds of favourable life outcomes. 
So what does it say about us as a society when children, our most precious resource, are deprived of the opportunities they need to fulfill their potential because we failed to identify their special needs early enough to make a difference for them and their families? We have recent examples of how the public views the culpability of public health officials when things go wrong. The Canadian Red Cross Blood Bank, Walkerton and the response to SARS in Toronto last spring are a few Canadian experiences where the knowledge was there to have prevented bad health outcomes, but that knowledge was not used. In our advocacy to make a difference for young children I think we need to consider examples like these. We need to work together with Hillel Goelman, Clyde Hertzman, and others around the province to convince public health officials and our elected officials that young children and their families deserve more.  The knowledge base in our field of Early Childhood Development is strong, we have the tools to do better and we must do better for young children and their families in B.C.
In closing, I want to thank each and every one of you for the work you do to support the development of young children and their families. It is the most important work in the world. Thank you. 
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