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Purpose of this Document
The purpose of this report is to communicate the work products of the Early Identification Workgroup to the Advisory, Lead, and Steering Committees of the PDD Systems Change Initiative.  These products will be the basis for determining next steps.
Overview of Work

The Office of LEAN management hosted four full-day meetings to focus on the process of identifying children with autism and other Pervasive Developmental Disorders (PDD) and find ways to improve that process.  
May 6, 2008
Eight families met to share their stories and provide recommendations for improvement in the identification process.  An additional three families provided input via email.  Families have chosen to remain anonymous.
May 13, 2008
The workgroup convened and mapped the current process.  They determined that there are multiple points in which families have to repeat parts of the process that slow the process down significantly.
May 21, 2008
The workgroup reviewed written summaries of the family stories.  They then designed what they believe the future system should be to streamline and simplify the process..
May 27, 2008
The workgroup outlined how to move the process forward towards the future state.
Problem Summary 
(To review the work charter, see Appendix A)
The American Academy of Pediatrics has reported that studies indicate early intervention services for young children with PDD significantly improves the child’s prognosis and can begin as early as 18 months of age.
Identification of PDD in infants, toddlers, and young children allows for appropriate early intervention services designed to address developmental issues to be provided in a timely manner.
According to the Autistic Spectrum Disorders Report distributed by DHHS, “only about half of children with PDD in Maine are diagnosed before kindergarten.”  (http://www.maine.gov/dhhs/2007_autism_report.pdf retrieved June 9, 2008)  
Children in Maine are not being diagnosed early enough to receive the full benefit of early intervention treatment.  
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Team Membership


Representing
Name
Agency 

1.
Home Visitors
Angie Bellefleur
Division of Early Childhood


Pam Lahaye

Division of Early Childhood
2.
Child Developmental Services
Cynthia Hutchinson
Project PEDS CDS

3.
Child Developmental Services
Heidi Leblanc
CDS of Penobscot County

4.
Child Developmental Services
Colleen Foley-Ingersoll
Program Director – Reach School

5.
Psychologists
Dr. Glen Davis, PhD
Edmund N Irving Clinic

6.
Developmental Evaluation Clinics
Patti Engdahl
Edmund N Irving Clinic

7.
Developmental Pediatrician
Dr. Mary Gellerstedt MD


8.
Parents
Kristine Adams


9.
Developmental Pediatrician Practice
Amanda Evans-Powell
Maine Pediatric Specialty Group

10.
Child Care Providers
Lynn Faerber
Green House Nursery

11.
Office of MaineCare Services
Ed Sims
Office of MaineCare Services

12.
Head Start
Rhonda Kaiser
KVCAP

13.
Children with Special Health Needs
Patricia Williams
Maine Center for Disease Control

14.
Nurse Practitioners
Michael Rizzo
Nurse Practitioner

15.
Autism Society of Maine
Cathy Dionne
Autism Society of Maine

16.
Child Developmental Services
Debra Hannigan
Department of Education

17.
Children Behavioral Health Services
Dr. Andy Cook, MD
OCFS


Children’s Behavioral Health Services
Lindsey Tweed, MD
OCFS
18. Division of Early Childhood
Patti Wooley
Division of Early Childhood

Family Stories

To review all the family stories see Appendix B
On May 6, 2008, eight families participated in a full-day meeting to share their stories and provide their ideas to improve the process.  
One Families Story (For complete stories see Appendix B) 
Age
Story 

Birth
Complications resulted in an Emergency C-Section.  4 days in the hospital.

20 months 
Self-referred for Speech Evaluation.

24 months  
Self-referred to CDS.

24 months  
CDS Screening.  Referred for Speech Evaluation and Occupational Evaluation.

25 months  
Evaluations took place.

25 months 
Dr’s well-child check.  Discussed concerns.  Dr. said that my son did not have autism!

31 months 
My son was discharged from speech therapy.

31 months 
Talked to another Speech Therapist who did an evaluation and suggested that services be increased.  Requested a change in Speech Therapist.  Re-evaluation.

32 months  
CDS referred to new Speech Therapist.

32 months  
Increased services began with new Speech Therapist.  Re-evaluation showed more concerns.

32 months.  
Requested a change in Occupational Therapy provider.  CDS referred to a new Occupational Therapist.

34 months  
Discussed having a Psychological Evaluation with the Team.  CDS agreed to refer.

37 months 
(3.1 yrs)  2.5 months to get appointment.  Psychological evaluation occurred.  Appointment took 2 sessions of 90 minutes each.
37 months  
Diagnosis: Regulatory Disorder, monitor for mood disorder.

43 months.  
Enrolled in preschool (not through CDS).
49 months 
(4.1 yrs)  Team agrees to refer for a neuropsychological evaluation.

52 months
(4.4 yrs)  4 visits to a Neuropsychologist in Biddeford.

55 months 
(4.7 yrs)  Neuropsychologist Evauationl Complete.  Diagnosis 

Rule Out.Asperger’s Disorder.  No School would take my son.

60 months  
Referred for nueropsych re-evaluation in Watervile.  3 appointments.

66 months
 Neuropsych report returns.  Diagnosis: PDD-NOS and Anxiety disorder.

The process they experienced included long wait times, multiple steps, inconclusive answers or not receiving answers at all.  
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Family Recommendations

After the families shared their experiences, they wrote recommendations that included:
Overall

· My child is still a child.
· Value the parent.
· People need to be able to say the word “autism.”

· Everyone needs to understand about autism – this includes general society, neighbors, and my family members.

· Parents shouldn’t have to be the politician, expert, and the only one knowledgeable.
· Professionals need to be:
· Positive


· Supporting

· Real

· Encouraging
· We Expect:
· Reaction

· Validation

· Support

· Definitive Answers

· Quick referral to a team that is qualified to diagnose first – not multiple screenings

· No age barriers.
· Trust the parents.
· Be straight with us and validate our concerns/fears.
· PDD is not just education but medical.

· There should be no wait lists.

Family Recommendations (Continued)

Expectations / Recommendations

Education to Providers

1) All doctors and therapists need to know how to treat autism

2) All doctors and therapists need to understand co-morbid issues such as

a) Developmental delays

b) GI Issues (gastrointestinal)

c) Seizures

d) Food Allergies

e) Skin Disorders

3) Mandatory training for daycare providers, preschools and, CDS staff about autism.

4) Educate home visitors, nurses, Headstart staff etc.

5) Provide training to hospital personnel. 
6) Mandating autism/PDD continuing education for all physicians and therapists

7) Physicians need to recognize the red flags of PDD.  There should be no “let’s just wait and see.”

8) Look at physical, social, educational, medical – All!!

9) Pediatricians need to listen to the parent.  Parents know when there is something wrong with their child.

10) Professionals/parents need to be aware of the incidence of additional children in the family having autism.  Hi-risk group?
11) Parents are being told their child is fine when he or she is not.  If there are any “red flags,” the professional should refer to a qualified evaluator for the diagnosis.  Never say “your child is fine.”

12) Professionals need to know how scary it is when children can lose skills at any time.

Family Recommendations (Continued)

Education to Parents

13) During prenatal period and upon the delivery of the child

a) Autism Awareness

b) Know the Signs

c) When parent is given “newborn package” – include information about autism.
d) Information about autism and red flags should be a part of basic baby care packets.

14) Help prepare parents for how to deal with issues such as:

a) Sleep issues

b) Food issues

15) Good parent support groups – with a non-parent facilitator.  (Not just complaint sessions)

16) Professionals/parents need to be aware of the prevalence of a second child in the family having autism.  (High-risk group.)
Suspicion Phase
17) During well-child visits pediatricians should incorporate screenings for the first signs and symptoms of autism– include questions about:

a) Sensory processing

b) Behaviors

c) Social Communication
18) If anyone has suspicions – schedule rapid consistent follow-ups

19) Whenever there is a concern about autism, do an automatic referral for autism evaluation.
20) Parents should not have to go out of Maine to get a diagnosis
Family Recommendations (Continued)

System

21) Caseworkers assigned to parents need to know about and understand other systems.

(Parent Comment:  “CDS didn’t tell me about Katie Beckett or respite.”)
22) Possible providers of services should not be limited to CDS contractors.

23) Should be able to get diagnosis in-state and close to home. – Easy access to professionals.

24) These are real medical issues - Doctors should be prescribing treatment – not CDS.
25) CDS has a conflict of interest as both the gatekeepers and the payers.

26) No more than 30 days to get a diagnosis or to be seen in an appointment.
27) Then no more than 30 days to get into treatment with appropriate placement based on child and family needs.

28) Staff need to be child friendly.
29) Be able to trust the system to work!  (Parent Comment:  “I don’t.”)

30) Insurance should pay for autism treatment – not just MaineCare.
31) Waits should be no more than 1 month to receive a diagnosis.
32) Waits should be no more than 1 month for early intervention to occur.
33) Professionals and parents need a list of resources including Mainecare, Autism Society of Maine, Case Management, In-home support, respite, advocacy etc.

34) CDS needs to refer to specialists if there is any question at all, or a pediatrician refers directly to developmental pediatrician, neurologist, or psychologist without having a year long waiting list.

35) There needs to be consistency between CDS sites.
36) CDS needs screenings to be relevant to autism.
Treatments/Screening/Diagnosis
37) Use treatments designed for children with autism.
38) Need multiple methods to treat autism.
39) A child/family clinic that knows about autism/PDD.
40) Need consistent screening tool (Autism Diagnostic Observation Schedule (ADOS)?)

41) Diagnosis other than provisional. (Provisional diagnosis doesn’t result in services.)
Current State

Diagram 1


[image: image3.emf]Entity/

Function

Current State

Gathering 

Data

Professional 

Consultation

Formal 

Screening 

with Doctor

0-3

Eligibility 

determination

CDS 

Screening

Bookend

Behavior concrn

Bookend

Diagnosis or Rule out

Family, 

caregivers,

etc

Doctor

CDS

0-3 years

3-5 years

1d

120

d

365d

15d 15d 15d

7d 9.5d 21d

16d 16d 16d

1d

1,826 

B A W

Referral

Screening

3-5

Domain 

Specific 

Eligibility 

determination

21d 56d 38.5d

Evaluation(s)

30d 540d 240d

240m 420 600

20 20 20m

60m 60m 60m

60m 120 180

60 60 60

240m 240 240

480m 720 960

CT

ST

Parental 

Processing


On May 13, 2008 the workgroup came together for the first of 3 full-day meetings.  After check in, review of the problem, and acknowledgement of group assumptions the workgroup began outlining the current process for identifying infants, toddlers, and young children with a PDD.
The process the workgroup mapped can be seen in Diagram 1 above.  This diagram illustrates the providers’ experience of the current system.  Note:  Although workgroup members discussed co-morbid medical issues that a child with PDD may have those issues were not addressed in the above Diagram.
1. Parents have concerns about their young child’s behavior.  They ask friends and family members questions about “typical” child development.  They may search for information on the internet and from other sources.

2. Parents determine they need professional input about their child’s behavior and may:

a. Go to the child’s doctor.

b. Self-refer to CDS.

c. Self-refer to a diagnostician.  (Wait time to see a diagnostician through this referral source is from six to eighteen months.)

3. The Doctor may:












OR
a. Tell the parent to “wait and see.”

b. Set up another appointment to perform a developmental screening.

c. Refer the parent to CDS for assessment and provision of developmental services.

d. Refer the parent to a diagnostician.  (Wait time to see a diagnostician through this referral source is from six to eighteen months.)
4. CDS will:
a. Perform an initial observation/screening for eligibility.

b. If the child is under thee years of age CDS will administer either the Bailey or the Battelle evaluation tool for eligibility.

c. If the child is between the ages of three and five years of age CDS will perform a multi-disciplinary domain specific observation/evaluation for eligibility.

d. If CDS determines that the child is eligible for services, CDS will schedule a meeting to develop a plan of care, which typically includes various therapies.

e. At the initial planning meeting, or during subsequent planning meetings, the team may decide to refer the child to a diagnostician.  (Wait times to see a diagnostician through this referral source is between one to three months.)

f. The child will receive various therapies.

Future State

On May 21, 2008, the workgroup began the day by focusing on the parent’s stories and parent’s recommendations.  They then developed a new design for the future process of identifying infants, toddlers, and young children with PDD.  The process they mapped is illustrated in Diagram 2 below.
The diagram illustrates the following process.
1. All children receive a screening to identify risk factors for PDD at the 18 month and 24 month well child visit.

2. Any failed screening triggers two referrals:

a. The first referral is to a qualified diagnostician.

b. The second referral is to CDS and other appropriate service provider.

3. Within four to six weeks, the child is evaluated and the entire diagnostic process takes no longer than three months.
Diagram 2
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A plan for improvement

On May 27, 2008 the workgroup met to design a roadmap for activities to move the system closer to the Future State plan.  First, the workgroup brainstormed improvement ideas, and then they went to work on the roadmap.  Below is a list of recommended activities, separated by focus area. 
Develop standardized Screening and Referral Process



Work Completed by:  12/31/2008

1. Identify screening tools being used in Maine and other States available in the U.S. 
2. Evaluate which available tools have been validated through research as effective, and efficient.  
3. Reach agreement on screening tools that are compatible with the American Academy of Pediatrics recommendations.  
4. Select screening tools to be used by doctors, WIC staff, nurses and, home visitors and, CDS staff.




Work Completed by:  6/30/2009

5. Develop a plan for provision of training to educate providers on agreed upon screening tools.  
6. Design and implement a standardized referral process and plan for implementation.
a. The referral process will include:
1. Referral for an evaluation within one business day after a positive screen.
2. Copies of screening results and other data sent with the referral.
3. Confirmation of receiving the referral by the evaluator within seven days.

Public Awareness



Work Completed by:  1/1/2009

7. Develop public relations initiatives for public awareness of PDD and the first signs and indicators in young children.  Initiatives will be designed to include a variety of formats and media.
8. Design and distribute an informational booklet to be given to parents of newborns which describes typical developmental milestones and identifies signs and symptoms of PDD that should be brought to the attention of a child’s doctor.  This effort will be based on existing work already accomplished in Maine and other States.  
9. Develop and implement mandatory training for all childcare providers to recognize the signs and symptoms of PDD and how to make a referral for screening.
10. Plan and implement training to educate doctors, nurses, home visitors, CDS staff, WIC staff, parents, and hospital staff on the first signs and indicators of PDD.
11. Reach consensus on a common language regarding PDD that has relevance to the State of Maine and develop a plan to incorporate this language in public awareness and training for families and professionals.
Delivery of evaluation results in a timely manner



Work Completed by:  6/30/2008

12. Convene a workgroup to design and develop an implementation plan and schedule to ensure that evaluators provide an executive summary to the family/service providers within seven days of evaluation.  This summary should include a diagnosis that is recognized and accepted across the State.
Resources needed for the evaluation process


Work Completed by:  6/30/2009
13. Design and implement a process that allows enables to be conducted within six weeks of a referral.  Develop plan for implementation, including selection of pilot sites to test the recommended evaluation process improvements.
14. Determine what types of diagnosticians the State will except as qualified to make a diagnosis of PDD.  Design plan for creation, maintenance and distribution of a qualified diagnostician list to determine a PDD diagnosis in young children.
15. Determine what components should be included during an evaluation in order to diagnose a child with PDD and communicate that definition in language that is understandable for all.
16. Determine the most efficient and standardized method to conduct evaluations.
17. Design and implement a standard evaluation report to avoid having to repeat evaluations.
18. Design and implement a universally acceptable intake form that includes all pertinent information needed too complete a comprehensive PDD evaluation so that families only have to provide their information once.


Systems DOE/DHHS


Work Completed by:  6/30/2009

19. DOE and DHHS will convene a joint workgroup which will:
a. Determine Statewide acceptable approaches for diagnosis and treatment that incorporate educational, community, and medical service needs and that ensure consistency and efficiency of diagnosis and treatment approaches.
b. Investigate and develop recommendations for braiding funding streams.
c. Design case management services for young children with PDD, so each child/family has a single case manager with responsibility for coordinating all services.
d. Include in a redesigned system a single point person/agency to be designated as contact for a family whose child is being screened/evaluated for PDD until a community case manager is assigned.
e. Create an integrated system in which the child’s needs are central from initial concern through evaluation.  Through the eyes of the family or the child, the system should be quick, efficient, and seamless.
Standardization



Work Completed by:  6/30/2009

20. Design and implement a standardized assessment process that is efficient, accurate, family-friendly, and timely 




Work Completed by:  9/30/2009

21. Design and implement a tracking system that will monitor children as they move through the system.
22. Design and implement standardized reporting formats for evaluations.
23. Design and implement standardized assessment reports.




Work Completed by:  6/30/2010
24. Ensure that all medical records are electronic.
Parent Support / Education / Case Management of children at risk


Work Completed by:  6/30/2009

25. Determine appropriate parent completed behavioral checklists, educate primary care physicians on the tool and ensure distribution of the behavioral monitoring checklists.

26. Design and distribute a roadmap that explains what to expect through the entire screening/evaluation process.  The roadmap should include terms, agencies, personal process, family process, roles / responsibilities, diagnosis vs. eligibility, service list.

 Appendix A
Improvement Intervention Charter

	Intervention/Process Name:  Screening and evaluating infants, toddlers, and young children for PDD   

	Name
	Position/Job
	Phone
	Email

	Sponsor: 

Commissioner Harvey, Commissioner Gendron, Commissioner Fortman
	Commissioner of DHHS

Commissioner of DOE

Commissioner of DOL
	287-4223

624-6620

621-5095
	Brenda.Harvey@maine.gov
Susan.Gendron@maine.gov
Laura.A.Fortman@maine.gov

	Leads: 

Muriel Littlefield

Angela Faherty

Joshua Howe
	Deputy Comm. DHHS

Deputy Comm. DOE

Rehab Consultant
	287-5159

624-6620

623-7959
	Muriel.Littlefield@maine.gov
Angela.Faherty@maine.gov
Joshua.A.Howe@Maine.gov

	Manager:

Muriel Littlefield

Angela Faherty

Joshua Howe
	Deputy Comm. DHHS

Deputy Comm. DOE

Rehab Consultant
	287-5159

624-6620

623-7959
	Muriel.Littlefield@maine.gov
Angela.Faherty@maine.gov
Joshua.A.Howe@maine.gov

	Team Members:

1. Angie Bellefleur/Pam Lahaye

2. Cynthia Hutchinson
3. Heidi Leblanc
4. Colleen Foley-Ingersoll

5. Dr. Glen Davis, PhD

6. Pattie Woolley
7. Patti Engdahl
8. Dr. Mary Gellerstedt, MD

9. Kristine Adams

10. Amanda Evans-Powell

11. Lynn Faerber
12. Ed Sims
13. Rhonda Kaiser
14.  Tony Wall

15. Michael Rizzo

16. Cathy Dionne

17. Debra Hannigan

18. Dr. Andy Cook, MD

 
	1. Home Health Visitors

2. Project PEDS CDS
3. CDS of Penobscot County

4. Program Director Reach School
5. Psychologist
6. Director of Division of Early Childhood
7. Edmund N. Irving Clinic
8. Developmental Pediatrician
9. Parent
10. Social Worker – Maine Pediatric Specialty Grp

11. Green House Nursery

12. Chief of staff - Office MaineCare Services

13. Region Coordinator- KVCAP – Head Start.
14. Children Special Health Needs  

15. Nurse Practitioner

16. Autism Society of Maine

17. Contractor Early Childhood Specialist
18. Medical Director – Children’s Behavioral Health Services
	624-7992

877-2498
947-8493
253-1888

872-4303
624-7901

872-4303
973-7556
675-3739

662-5522

827-7270

287-3828

873-0158

287-5350

433-0710

377-9603

624-6650
624-7906
	plahaye@umext.maine.edu; abellefleur@advocatesforchildren.net

chutchison@projectpeds.org
hleblanc-cds@hotmail.com
cfoley@maine.rr.com

glen.davis@mainegeneral.org

Patti.Woolley@maine.gov

patty.engdahl@mainegeneral.org

mgellerstedt@emh.org

krisadams@midmaine.com

EVANSA@mmc.org

lpfghcfc@aol.com

Ed.Sims@maine.gov

rhondak@kvcap.org

Toni.G.Wall@maine.gov

rizzonco@aol.com
asm@asmonline.org
Debra.Hannigan@maine.gov
Andy.Cook@maine.gov


	Data Manager:


	
	
	

	Caucus Members:


	.
	
	

	CI-Practitioners/Facilitators:

Nancy Cronin
Walter Lowell

Clough Toppan

	PDD System Change Coordinator

Director of LEAN

Certified Improvement Practitioner
	287-4217

287-4307
	Nancy.e.cronin@maine.gov
Walter.lowell@maine.gov
wctoppan@roadrunner.com


	Process Description: 

Identification of PDD in infants, toddlers, and young children triggers appropriate early intervention services designed to address developmental issues associated with PDD. 



	Customers/Clients:

Infants, toddlers and young children between the ages of birth to 5 years of age and their families



	Supplier: (upstream) 

Medical Providers, Child Development Center, WIC, Home Health Nurses



	Process Boundaries:
First Step: 

A parent is concerned about his or her child’s development.
	Last Step:  

The child has either been diagnosed with a PDD or PDD has been ruled out.


	Problem Statement:  

“Only about half of children with PDD in Maine are diagnosed before kindergarten.”  (Excerpt from the Autistic Spectrum Disorders Report, DHHS)  The American Academy of Pediatricians has reported that early intervention for young children with PDD beginning by the child’s second birthday significantly improves the child’s prognosis.
Children are not being diagnosed early enough to receive the full benefit of early intervention treatment.  




Appendix B


Family Stories

Bookends:  Birth







Diagnosis

Story I:  Chris’ story (Age of concern 12 months, Age of Diagnosis 39 months)
Age
Story

Birth
A twin.  The birth was on time through a scheduled C Section.  At birth there was no eye contact.  He was obviously overly sensitive to sounds.  No professionals noticed or thought it important.

12 months.  
Chris is a Climber!!  


Hyper!!

Still no eye contact.  


No Language.


Not interested in sign language.


His twin was interested in sign language – different.
18 months.  
Very Hyper!


No concerns from Doctor.

Didn’t follow instructions like his twin did.


Very “gentlemanly”.

OCD type behavior.

Still didn’t say “Mommy”.

Some language.

No peek-a-boo.
18-24 months. Husband very worried.


Me – he’s too smart.  He can’t have autism.  He is just shy.


Friends – something is not right.  They can help him!

24 months.  
Checkup – We convinced the doctor. that something was not right.  So different from his twin sister Tori, but not just “a boy”.  Dr. referred us to a developmental pediatrician with a 1 year wait!”  Dr. did not refer to CDS.  We knew something was not right.  Chris knew his shapes, color numbers, letters.
28 months.  
We begged for help in speech.  We can’t wait a year.


Referred to a lady at MMC who over the phone told us to go to New England Hearing and Speech (NEH&S) for evaluation and get a developmental assessment.

29 months.  
NEH&S referred us to CDS.  Within 2 weeks we had a meeting.  


(We knew at this point the diagnosis.)  


Requested a developmental assessment from CDS.  (We had to request this.)
32 months
Had assessment which confirmed that we had a reason for concern.  CDS referred us to Developmental Pediatrician on the “fast wait list”.

33 months
We had a Dr. Appointment and they gave Chris a provisional diagnosis of Autism.  We wanted to start intervention and “see how it goes.”

39 months
After speech therapy, occupational therapy was started, and after that developmental therapy (which took a while to start.)


About 6 months later, after the provisional diagnosis, he was given a confirmed diagnosis of autism.  He was almost 4 years old.

Story II:  Robbie’s story (Age of concern 18 months, Age of Diagnosis 25 months)
Age
Story

Birth 
No signs.

Awesome eye contact.

Followed me.

Cuddly. 


My melting Chocolate baby!

2 months 
We knew that his brother had autism.  We watched Robbie like a hawk but there were no signs.

11 months.  
Language development seemed on target.  He learned sign language well.

12 months.  
Well, maybe… language was a little behind, but so was his sister’s and she’s fine.  Doesn’t respond to his name.

He makes sounds as often as he should – but, he has constant ear infections – fluid in his ears, etc.  He does pretend well, so it can’t be autism.

18 months.  
Doctor. referred to NEH&S for speech and language evaluation.  We were told that he was “a little behind.”  He LOVED shapes, colors, letters.  At this point we “feared.”

19 months.  
Speech therapist evaluation said that he was a little behind but “it’s not autism; he’s too social.”  We waited and had a revaluation in 4 months.  We “knew” we didn’t want CDS involved.

20 months.  
Speech therapist referred Robbie for a hearing evaluation.  

21 months.  
He had the hearing evaluation and wouldn’t respond to voice – just tones = consistent to autism.

22 months. 
Re-evaluation, start Speech therapy through insurance.  We were told “not autism, too much pragmatics.”

23 months.  
Tubes!  Language didn’t improve as much as we wanted – at least receptive language.  Robbie stopped eating.

24 months.  
I called for a CDS assessment.  They came and confirmed concerns.

25 months.  
Saw Dr. Dalzell.  I call this the “good family fast waiting list discount” because this was our second child.  She gave us a firm diagnosis of autism and clear signs came.

Story III  (Age of concern 19 months, Age of Diagnosis 26 months)
Age
Story 
Birth
We had a planned C-Section May 9,  2005.

Our daughter was very different from her brother Christian.
  
She crawled.
19 months
Started pointing.


Was not talking.

No diet issues.
21 months
She had low muscle tone.


Mild developmental delay.

CDS team met and speech therapy and occupational therapy were suggested.  The team did not have a qualified developmental therapist or specially-designed instructor.
26 months
When my daughter was 2 [years old] she received a provisional diagnosis of autism.  She had a little repetitive behavior.  Was not talking or doing baby signs.

Story IV  (Age of concern 18 months, Age of Diagnosis 28 months)
Age
Story

Birth
We had an emergency C-Section on July 15, 2003.

The cord was around his neck but he was not blue.  


His appearance was normal and he weighed 6 pounds.
1 month.  
Slow to gain weight. 


We switched pediatricians.

18 months
Never crawled.

No painting.

No babbling.

No talking.

Screamed at his well child visits.

Fell all of the time – bad coordination.

Diet issues.
  
Wasn’t eating table food.
23 months
Asked about autism.  I had read an article about autism at pampers.com.  The pediatrician said that he was fine.

25 months
The pediatrician referred us to CDS.  We received a case manager who did an observation.  She recommended a team evaluation.

26 months
CDS said my child had a significant delay.


They started developmental therapy, occupational therapy and speech therapy.
28 months
After two visits he received a provisional diagnosis of autism.
Story V  (Age of concern 4 months, Age of Diagnosis 18 months)
Age
Story

Birth
First few months – low weight.  Doctor involved.
(2/7/05)
50% hearing deficit.

Every 2 weeks had doctor check-ups.  No weight gain.
4 months – 
Spinning and head banging began.

Continued Low Weight Gain.   Continued 2 week weight check-ups.
14 months.  
No words – 
I finally told my suspicions to everyone.
16 months 
Feeding tube was placed.


Admission at Barbara Bush Hospital due to low weight.

Had a multi disciplinary evaluation “suspected autism.”

18 months 
diagnosed with Autism by Dr. Dalzell.


Referred to CDS.

Severe gastro-intestinal issues.
Story VI  (Age of concern 12 months, Age of Diagnosis 32 months)
Age
Story 

Birth
My son was born.  He was perfect.
6 months
He is meeting all his milestones.
9 months
No language.
12 months
I had my first conversation with the pediatrician about my son’s odd behaviors.  The doctor told me to observe him for 3 months.

15 months
Still no language. 


Odd Behaviors.

Autism mentioned.

18 months
Went for a team evaluation.
  
They referred me to CDS.
19 months
Diagnosed with PDD.


Went to the neurologist.
  
Diagnosed with Autism.  The neurologist gave me a book on mental retardation.
21 months
Speech was at a 3-month-old level.
32 months
Cognitive evaluation by CDS.

Story VII  (Age of concern 18 months, Age of Diagnosis 44 months)
Age
Story 

Birth 
Developed normally.
18 months.  
Head-banging.
24 months
Language / Behavior questions.
36 months
Asked for a referral from doctor to CDS.

40 months
Speech and occupational evaluations.

44 months
Diagnosis of Autism.
45 months
Called CDS 5 times to schedule eligibility team meeting.  

Story VIII:  Tucker’s Story  (Age of concern 15 months, Age of Diagnosis 20 months)
Age
Story 

Birth
Tucker is born.

6 Days old. GI problems.

Excema.

Won’t nurse.

Loves swaddle.
10 months
Tucker signs.

Tucker speaks.

Tucker feeds Himself.

Tucker spins.

Tucker will be an engineer.

Tucker vomits.
12 months
Well-child check-up – meets all his milestone.

Put on reflux medication.
15 months 
Check-up.

Tucker mushes [his food, but doesn’t swallow].

Tucker won’t eat/feed himself.

Tucer won’t talk.

Tucker won’t sign.

Tucker really spins and makes sounds.

Dr. asks me “Does he kiss you?”  -- NO.

Referred to CDS.

Referred for a hearing exam.
18 months 
CDS comes.

Global Developmental Delay.

“What about the “A” word?” – No response.

Speech evaluations (Services Recommended 1x per week).

 Self-referred to Hubbard, Boston Children’s Hospital, Ladders, +++ 1 year waitlist with eight hospitals.

OT evaluation. (Services recommended 1 x per week.)

Was told that it is not Autism.  He makes eye contact.

PT evaluation. (Services recommended 1x per week.)
20 months
Call from Ladders in Boston, Cancellation!


5 minutes into appointment – Tucker was diagnosed with Autism.
Story IX:  Ava’s Story  (Age of concern 12 months, Age of Diagnosis 18 months)
Age
Story 

Birth
It’s a baby girl!  Ava.
12 months
Pediatrician refers for a physical therapy evaluation.

Called physical therapist – no referral yet.

Called doctor and requested that the referral be faxed.

Call physical therapist and confirmed that they received the diagnosis referral.

Filled out patient paperwork.

Drive to evaluation for PT. (1 hour.)


Wait 4 days for Report and Plan of Care.

Peabody Test says 25%, 9%, 50% (2/3 standard deviations below the norm, 11/3 standard deviations below the norm,  Score of 10 norm.)
13 months 
Mom requests neurological evaluation.

Went to neurological evaluation and was told to return in 6 months.

Called CDS for an evaluation. (self-referral.)


CDS Evaluation. (conducted during my other child’s therapy time.)

14 months.
Delays in three developmental areas! Overall score is in the “low average” range.

CDS says that Ava does not qualify for services. 

15 months 
Physical therapist referral for occupational therapy evaluation.
16 months  
Occupational therapy evaluation report received.

Scores 5 mo. AE -35D


11 mo. AE – 1.67SD


2 score <17% - 28%

17 months  
Called pediatrician and requested a speech evaluation.

Confirmed referral with speech.
18 months 
Drove to Augusta (2 hours) for a speech evaluation.

Referral requested to the Doctor for neurological test by mom, because Ava’s brother has autism.

18 months
Ava diagnosed PDD-NOS.
Story X  (Age of concern 20 months, Age of Diagnosis 66 months)
Age
Story 

Birth
Complications resulted in an Emergency C-Section.  4 days in the hospital.

20 months 
Self-referred for Speech Evaluation.

24 months  
Self-referred to CDS.


CDS Screening.  Referred for Speech Evaluation and Occupational Evaluation.

25 months  
Evaluations took place.


Dr’s well-child check.  Discussed concerns.  Dr. said that my son did not have autism!

31 months 
My son was discharged from speech therapy.


Talked to another Speech Therapist who did an evaluation and suggested that services be increased.  Requested a change in Speech Therapist.  Re-evaluation.

32 months  
CDS referred to new Speech Therapist.


Increased services began with new Speech Therapist.  Re-evaluation showed more concerns.

.  
Requested a change in Occupational Therapy provider.  CDS referred to a new Occupational Therapist.

34 months  
Discussed having a Psychological Evaluation with the Team.  CDS agreed to refer.

37 months 
(3.1 yrs)  2.5 months to get appointment.  Psychological evaluation occurred.  Appointment took 2 sessions of 90 minutes each.


Diagnosis: Regulatory Disorder, monitor for mood disorder.

43 months.  
Enrolled in preschool (not through CDS).

49 months 
(4.1 yrs)  Team agrees to refer for a neuropsychological evaluation.


52 months
(4.4 yrs)  4 visits to a Neuropsychologist in Biddeford.

55 months 
(4.7 yrs)  Neuropsychologist Evauationl Complete.  Diagnosis 


Rule Out.Asperger’s Disorder.  No School would take my son.


60 months  
Referred for nueropsych re-evaluation in Watervile.  3 appointments.

66 months
 Neuropsych report returns.  Diagnosis: PDD-NOS and Anxiety disorder.

Story XI  (Age of concern 12 months, Age of Diagnosis 39 months)
Age
Story 

Birth
Emergency C-Section with complications.  


Developed normally.
12 months
Started head-banging.

Tantrums.

Spoke to doctor – nothing done.

24 months
Checkup.


Brought concerns to doctor’s attentions.




Tantrums.



Rocking.



Speech.


Child knew ABC’s by sight and could say; he knew numbers, colors, etc.

  
Doctor dismissed concerns.
28 months
Self-referred to CDS.

Got an appointment within a couple of months.

Speech therapist, and occupational therapist came to home.
  
Went to see the psychiatrist.

30 months
Made an appointment with the doctor to get a speech evaluation.
36 months
Went to 3-year check – up.


My son would not let the doctor touch him.

  
Doctor said that if I hadn’t gotten the ball rolling, this is when he would have referred to CDS.

39 months
Received the diagnosis of Autism.

Started Autism Classroom within a month. 


Only approved for two 3-hour sessions per week!!



½ hour speech.


No OT only collateral.


NEED MORE!!!
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I did not disclose that I thought this was autism.  I did not think the system would intervene yet because of my son’s young age.
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Families Assessment of Wasted Time





Improvement Ideas:


Strong parental concern should be treated as a positive screen.


Doctor’s office staff needs to be trained to treat questions about any PDD as an urgent appointment.


Include in training to screeners the next steps for referral (whether the screen is positive or negative) and how to support the family.


Other data that should be included with the referral might be family history, previous pertinent evaluations, how the child has met his or her developmental milestones, observations from caregivers, family reports and concerns.











Families Assessment of Wasted Time








Improvement Ideas:





Diagnosticians will create dedicated appointment times for children where there is a concern of a PDD that will be available “first come first serve.”


In order to decrease wait times and increase the availability of diagnosticians, consider increasing the numbers of Diagnostic Evaluation Clinics (DEC) or evaluation teams.


Evaluations can result in the following:


No Diagnosis.  The family is given recommendations for appropriate follow-up


Positive Diagnosis.   A referral for further eligibility evaluations and a referral to treatment. 


Unclear.  Arrange for further evaluation or a follow up visit








Improvement Idea:





Design and implement a universal intake form to decrease the number of forms parents need to fill out.
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