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Project Partners:

· Snohomish Health District 

· CHILD Profile, a Partner of the Washington State Department of Health 

· Infant Toddler Early Intervention Program of Snohomish County

· Snohomish County Medical Home Leadership Network Team

· Center on Human Development and Disability at the University of Washington

· Medical Assistance Administration, Department of Social and Health Services, State of Washington

In March 2003, planning began for a 2-month pilot of population-based developmental screening of toddlers in Snohomish County.  The goals of the project were to:
· Determine feasibility of population-based general developmental screening for children in Snohomish County.

· Improve the identification of children between the ages of 15 and 24 months residing in Snohomish County with developmental concerns 

· Determine spectrum of issues and potential services needed by providing such developmental screening opportunities.  i.e. What other issues or needs are identified by parents as a result of the screening
The project was a cooperative effort between the following partners:

· Medical Assistance Administration, Washington State Department of Social and Health Services 

· Snohomish Health District 

· Medical Home Leadership Network Team in Snohomish County

· Snohomish County Infant Toddler Program

· CHILD Profile 

· The Center on Human Development and Disability, University of Washington.

Methods:

After the planning phase, the project took the following structure:

· The Ages and Stages Questionnaire (ASQ™ ) for the 18 month old was determined to be the developmental screening tool for this project

· For 8 weeks beginning in April 2003, developmental screening was offered to all parents/guardians of children in Snohomish County who receive the 18-month old CHILD Profile Health Information mailings with attention to obtaining consent to score and communicate results, and identifying a child’s primary care provider.

· First 4 weeks – a prepaid ‘mailer request’ form introducing the ASQ™  and giving instructions on how to receive the ASQ™  form [addressed to the Snohomish Health District (SHD)] was enclosed in the CHILD Profile 18-month mailing.

· Second 4 weeks – the 18-month ASQ™  form and a postage-paid return envelope to the SHD was included in the CHILD Profile mailing.

· After assuring consent was granted, Snohomish Health District scored all returned ASQ™ s. Results letters were sent to the family and identified primary care provider.  A follow-up call from the Snohomish Health District was attempted for any child with concerning results or parent concern comments on the ASQ™ .  Information related to the project was entered into a database.

· A Parent Survey was sent from the CHILD Profile site to participating families four to eight weeks after the original mailing.  Included in the mailing was a postage-paid return envelope addressed to the University of Washington, Center on Human Development and Disability.  A second mailing of the survey was sent to non-responders.  Returns were included in the results if received through December 31, 2003.

· In September and October 2003, a survey about the pilot and about developmental screening practices was sent to physicians and other primary care providers in Snohomish County targeting those caring for young children. Included in the mailing was a postage-paid return envelope addressed to the University of Washington, Center on Human Development and Disability.   A second mailing of the survey was sent to non-responders.  Returns were included in the results if received through December 31, 2003.

Background Information on Developmental Screening: 

· As of December 1, 2002, nationally 2.24% of children birth to three receives early intervention (EI) services.  Many states serve ‘at risk’ children. 

· Washington State average -Washington State does not serve the ‘at risk’ population, but serves children with documented disability or a 25% or greater delay in one or more areas of development.  The current Washington state target for EI services is 1.6% to 2.0% of children birth to three.  As of December 1, 2002, the EI enrollment rate in Washington State was 1.48%.  When compared to other states serving similar populations, Washington State has been consistently under-enrolled. 

· Snohomish County serves 1.7% (December 1, 2002) of children birth to three in EI programming.  In the year 2002, a monthly average of 429 children were enrolled in EI services in Snohomish County. 

Results:

Mailer Request Group:  

Forty-six (46) families receiving CHILD Profile mailings in the first four weeks of the project returned the mailer to request an 18-month ASQ™  (7.9%).  In addition, another 26 families in the mailer request group asked to receive the ASQ™  on the parent survey.  Thus, a total of 72 families (12.3%) in the mailer group expressed a desire to screen their child’s development with the ASQ™ .  Thirty-eight (38) families completed and returned the ASQ™ , including one person who completed it with telephone assistance from the SHD (53%).  An additional two families called the SHD directly to discuss the results of the ASQ™  without mailing the form back. Each of the two families who phoned had a child who underwent further evaluation and was determined eligible for EI services.  Eighteen (18) of the returned ASQ™ s scored as ‘possible delay’ – representing 47% of the families who returned their ASQ™  to the SHD.  A total of 20 children  (3.4% of the group receiving the mailer request for developmental screening) were identified by the ASQ™  screening as having ‘possible delay’.  

Direct ASQ™  Mailing Group:  

Sixty-nine (69) ASQ™ s were returned from families offered developmental screening in the second four weeks of the project (18-month ASQ™  form enclosed).  This represents a return rate of 13.1%.  Twenty-one of the returned ASQ™ s scored as ‘possible delay’.  One additional family called the SHD after reviewing the ASQ™  (did not mail it back).  This family’s child was subsequently determined to be eligible for EI services.  A total of 22 children (4.2%) of the group receiving the ASQ™  directly were identified as having ‘possible delay’.

Overall Results (Mailer Request and ASQ™  Direct Mailing): 

♦ Results of 18 month ASQ™  screening - Over the two-month period of this population-based developmental screening pilot, 42 children were identified by the ASQ™  as having ‘possible delay’ in one or more developmental domains (3.8% of the 1109 families receiving the CHILD Profile-enclosed offer of developmental screening).  A subset of families completed the ASQ™  at an age that was invalid (outside the 17-19 month age range for the 18 month ASQ™ ).  After correcting for these invalid results, 32 children were identified as having ‘possible delay’ (2.9% ‘possible delay’- valid 18-month ASQ™ ).

♦ Results post- 18 months ASQ™  - The project continued to follow children with any concerns as a result of the 18-month ASQ™ , whether in the valid or invalid age range (too young or too old).  Follow-up ASQ™ s were offered and/or obtained on most of these children.  

· Examining the best data we had available from follow-up at 20 months of age or later, 37 children (3.3%) of the overall pilot group receiving the mailings had ‘possible delay’.  

· ‘Mild concern’ subset - Of these 37 children, 16 children fell into a ‘mild concern’ group. Mild concerns encompass such things as scoring at or near the cutoff in communication skills in a child who was too young at the time of completion of the ASQ™  or a child who had a normal ASQ™  but was too old at the time of completion.  

· ‘Moderate to high concern’ subset - Moderate to high concerns include children with scores more than 5 points below the cutoff score, parent concerns indicated on open-ended questions, and/or follow-up ASQ™  still showing possible delay.  Screening identified 21 of the 37 children  (1.9% of the pilot population) as being of ‘moderate to high concern’.

· 9 children were EI eligible by further evaluation.  One of the 9 children EI eligible was already receiving EI services.  Eight (8) children were newly identified as EI eligible, adding to the current EI enrollment rate of 1.7% in Snohomish County.  If this were extrapolated to a full year of screening and this rate held steady, one would anticipate 48 children in Snohomish County would be newly identified as EI eligible annually by this screening method.  This would result in an 11% increase in children receiving EI services in Snohomish county. 

♦ Spectrum of issues raised by the ASQ™   - Other issues raised by parents in the open-ended questions on the ASQ™  primarily dealt with childhood eating patterns, nutrition, age-appropriate behaviors and discipline.  The SHD staff created a file of materials on these topics and mailed information to the concerned families.  In addition, telephone contact to discuss concerns was made with most of these families.
Parent Survey:

Net Return  - 19.5%  [225 completed surveys of 1155 net ‘presumed delivered’ surveys]

· Nearly nine out of ten parents (87%) completing the ASQ™  and responding to the parent survey would like to receive the ASQ™  in the future

· Nine out of ten parents (90%) completing the ASQ™  and responding to the parent survey would recommend the ASQ™  to others

· Only one parent completing the ASQ™  and responding to the survey indicated difficulty answering the questions

· About 4 in 10 (41%) of parents not returning the ASQ™  reported their reason for not returning the completed form was that their child was developing normally.  Seventeen percent (17%) indicated not returning the ASQ™  because their child had a recent developmental check up with his/her primary care provider.

Physician Survey:

Three hundred and ten (310) surveys were mailed to physicians and other primary care providers in Snohomish County targeting those caring for young children.  One hundred and forty-one (141) responses were received.  The return rate of 45.4% was considered very good.  Results showed the following:

· Primary care providers need information on parent-completed developmental screening tools, including the ASQ™ 
· Primary care providers are willing to improve or establish on-site practice-based developmental surveillance and screening
· Primary care providers would find community-based screening helpful
· Almost half (47%) of primary care providers are unaware of the CHILD Profile health information mailings
· Fifty-one percent (51%) indicate using a standardized developmental screening tool.  However, only 9% use one of the three tools recommended by the American Academy of Pediatrics or American Academy of Neurology.  Sixty-six percent (66%) indicate using either  Denver II, DDST, or PDQ (Denver parent questionnaire). 
· Awareness of local resources in Snohomish County is quite good, with almost 8 in 10 providers (79%) indicating adequate knowledge.

Costs of Pilot Study:

We really don’t know the cost of providing developmental screening with the ASQ™ in the 18 month CHILD Profile mailing because there were so many extra elements in the pilot that would not be present in an ongoing surveillance offer.   For instance, CHILD Profile costs included stuffing 4 mailings of surveys and associated postage which would not occur in an ongoing project.  Snohomish Health District utilized postage stamps rather than ‘return postage guaranteed’, which would also reduce costs.  We do not know how many families self-scored the ASQ™ in the direct mailing group, so do not know the actual number of children screened.  As a result, we have drawn together a couple of ways to try to look at costs of the pilot project, but no one thought to be accurate.  

· Per ASQ™ returned to the SHD --Approximately $100
Total direct cost of the two month pilot to SHD including development/translation = $10,830 ($3736 print/postage/translate plus $7,094 personnel).  Does not include expense of Child Profile.

· Per child identified -- Approximately $1,350 

These numbers do not reflect the costs one might anticipate if replicating this project.  More accurate cost projections are covered in the next section.

Lessons Learned:

1. 18 month developmental screening can effectively identify children eligible for early intervention and children with other developmental concerns.  The rates of identification , if replicated in future efforts, would move Washington state closer to reaching its targeted population for EI services.

2. Current cost projections (printing, postage, and personnel) are likely inaccurate. 

a. Costs in the SHD pilot are high because of the utilization of the high-level nursing person for the follow-up activities and because so many contacts were required to follow-up on ASQ™ s completed out of the age range and concerns/questions raised in the parent survey. Using this pilot to project anticipated ongoing costs with personnel at a lower pay level ($23.50/hr), it appears the cost per child identified as newly EI eligible would be ~$278.  The cost per ASQ™  returned to the Snohomish Health District would be ~ $21.  This includes Child Profile’s increased cost for First Class postage.

b. Program costs could also be decreased by not ‘breaking bad news’ with personal contact on ASQ™ s with ‘possible delay’ results. Programs with streamlined handling that only utilize the results letters to parents and primary care providers without other direct contact from the health department could reasonably anticipate cost as low as $233 for each child identified as newly EI eligible or $13.50 per returned ASQ™ . 

3. Parents receiving a hard copy of the ASQ™  resulted in more children being screened than is reflected by the number of ASQ™ s returned to the health department.   This was seen by the parent survey responses as well as the phone contacts to the SHD.
Recommendations for future Community-based screening with the ASQ™:
1. Utilize the full enclosure of the ASQ™  rather than the mailer.

a. Decreases the chance of a ‘too old’ invalid result because eliminates the extra time required to return the mailer request and receive the full ASQ™ 

b. May increase the ASQ™  being completed ‘too young’, so need to highlight the valid age for completion.

c. Return rate was modestly greater for the ASQ™  Direct Mailing group over the Mailer Request Group

d. Eliminates a two step process for the parents to track

e. Some parents will review the ASQ™  and self-score even if they do not return the ASQ™ 

f. Parents find the ASQ™  items educational and helpful in parenting their child

g. Enclosing the full ASQ™  does increase mailing costs

2. Explore electronic options for the ASQ™  as they become available, including interactive forms and electronic scoring.

3. Create and maintain a file of materials for parents, especially on the topics of childhood eating patterns and nutrition, age-appropriate behaviors and discipline. 

4. Utilize PHN, clinic nurse, developmental specialist, or other ‘lower-level’ personnel, rather than the PHD Nurse Manager, to track ASQ™  results and communicate with families. 

5. Utilizing personal contact for ‘breaking bad news’ with possible delay on the ASQ™  is preferred by participants in this pilot project.  However, depending on costs, results letters to the family and primary care provider may be the acceptable option. CSHCN and ITEIP services could be utilized to enhance the health district funding for follow-up of concerning results on the ASQ™ .

6. Continue to monitor and explore electronic options other than the ASQ™  for developmental screening (PEDS, Early Learning Assessment Profile might also be explored)

7. Consider a subset of ages for routine developmental monitoring by a universal mailing system – e.g. 9 months, 18 months, 24 months, 36 months.

8. Do not overemphasize current cost estimates.  These very likely can be streamlined significantly from the lessons learned in this pilot and the newer electronic options expected. 
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