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Abstract

Context: Medical advances have increased the number of Children and Young Adults with Special Health Care Needs (CYSHCN) and have tested physician capacity to care for these children as they become adults.

Objective: This study will describe an internet based tool to identify physician assets and describe physician training related needs in order to build physician capacity to care for CYSHCN transferring from pediatric to adult-oriented medical settings 

Design: E-mail links and weekly e-mail reminders to a software (Survey Monkey) enhanced online survey were sent to physicians during a 4 week period in December 2006. 

Setting: Multi-institutional health care organization and its Children’s Hospital.

Participants: Physicians on staff at a regional medical center.

Main Outcome Measure(s): Survey response rate, physician ratings of barriers to care, physician self assessment of comfort caring for CYSHCN, training requests, self-identification of physicians willing to care for CYSHCN 

Results: One hundred sixty-two (27%) physicians completed the survey. One hundred forty-three (88%) of the respondents cared for CYSHCN. The majority of respondents reported being comfortable when caring for CYSHCN with physical disability (86%), cognitive disability (81%), mental retardation (74%), mental health disability (65%), technologically dependence (61%), autism (57%).  Barriers reported as important by respondents were knowledge of community resources (89%), time (87%), training (86%), availability of community resources (85%), knowledgeable office staff (77%) and reimbursement (37%). Fifty-seven (35%) of physicians requested further training.  25 physicians were self-identified as resources for referring physicians, patients and families.  

Conclusions: This internet tool allowed physicians to self identify their comfort level in caring for CYSHCN and to communicate their willingness to be listed as medical resources for transitioning CYHCN and their families. The tool also helped to identify training needs to build physician capacity around Health Care Transition of CYSHCN to adulthood.

Context:


Children and youth with special health care needs (CYSHCN) have been defined by the Maternal Child Health Bureau (MCHB) as “those who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally.” 1 


Advances in medical care have allowed the proportion of children meeting this definition to grow from an estimated 2% in 1960 to 13% in 2001.2,3  The importance of providing care for these children in a “medical home”, where care can be delivered in an accessible, family centered, comprehensive, coordinated, compassionate and culturally effective manner has been advocated by the American Academy of Pediatrics 4.  It has been estimated that every year 500,000 CYHSCN will turn 18 years old.  Physicians have been challenged with the task of providing an organized Health Care Transition (HCT).5 Adequate preparation for HCT has been defined by the MCHB as including: 1) discussion of changing needs in adulthood, 2)  a plan for addressing changing needs, 3) discussion with a doctor about shift to adult provider.  According to the National Survey of Children With Special Health Care Needs (NS-CSHCN), sponsored by the MCHB and conducted by the National Center for Health Statistics (NCHS), approximately 50% of patients aged 13 to 17 surveyed discussed HCT with their provider, yet only 15.3% successfully received  adequate preparation for it. 6  HCT can be complex and often results in health care disparities in this population. 7

Focus groups of patients and providers who are engaged in HCT have identified multiple factors that can impact the process. These factors include: health care financing; recognition of a developmental continuum that occurs in practitioners, patients and the family; trust between providers and patients during the transition process; qualitative differences in adult-oriented and pediatric medicine; and communication between adult and pediatric providers during the transition. 8

Recommendations and models for a successful HCT have been developed by multiple professional societies and can be found on the American Academy of Pediatrics National Center of Medical Home Initiatives website. 9 Tools for identifying and building regional physician capacity for successful HCT are not as widely available.

Objective 


This study will describe an internet based tool used to identify physician assets and training needs in order to build physician capacity to care for young adults with special health care needs as they transfer from pediatric to adult-oriented medical settings

Setting 


Baystate Health, the Western New England Campus of Tuft’s University School of Medicine is located in Springfield, MA (pop 152,082). It is a multi-institutional health care organization that includes an urban medical center, a Children’s Hospital, two rural community-based hospitals, three neighborhood health clinics, a multi-specialty physician group, multiple school-based health centers, and numerous outpatient programs.   

In December 2001, the Massachusetts Department of Public Health (MDPH) Division of Perinatal, Early Childhood and Special Health Care Needs awarded a competitive grant to Baystate Children’s Hospital to create a Title V-funded Medical Home Program. This initiative created a nexus for physicians, and physicians in training to participate in ongoing training and dialogue regarding family-centered community-based primary care and related support.  

Description of the TAT (Figure 1) 

The Transition Assessment Tool (TAT) is an online needs assessment survey that was developed by the Medical Home Program at Baystate Children’s Hospital in consultation with the MDPH. The TAT consists of ten (10) questions, eight (8) of which are closed-ended and two (2) are open-ended.   Information collected on the survey target population was: area of practice, experience with CYSHCNs, existing structures and advisory groups to facilitate and address transition issues, and physician barriers and comfort levels around providing care to CYSHCNs. Responders were asked to rate barriers to providing care (availability of community resources, knowledge of community resources, availability of knowledgeable office staff and time, training, reimbursement) and comfort levels with various special healthcare needs (physical disability, cognitive disability, mental retardation, autism, mental health disability, technological dependence) using five point scales.   Physicians were also asked about the assistance they need to improve their ability to care for CYSHCN and their interest in being listed as a resource for this population. 

Design/Participants 


All physicians (except anesthesiology, pathology and radiology) with electronic mail (e-mail) addresses in the Medical Education Office at Baystate Health were invited by e-mail to complete the TAT using cost-effective and user-friendly intelligent survey software (Survey Monkey, Copyright ©1999-2006 SurveyMonkey.com. Portland Oregon). 


The electronic invite provided an internet link to the online TAT. Estimated time for survey completion was five minutes.  During the four-week survey period, weekly e-mail reminders were sent to those practitioners who had not completed the survey.  Results were collected on-line and exported into Microsoft Excel database for analysis. This study was approved by the Institutional Review Board at Baystate Health. 


The survey was sent to 696 physicians. Of this number, 99 e-mails were returned as undeliverable, 181 surveys were initiated, and 162 were completed, yielding a 27% completion10 rate. A completed survey is defined as one where the respondent answered more than just the physician subspecialty identification. 


Of the 162 physicians who completed the survey, 47 (29%) identified themselves as primary care pediatricians, 42 (26%) subspecialty adult, 22 (14%) subspecialty pediatrics, 17 (10%) primary care adult, 13 (8%) emergency medicine, 10 (6%) hospitalist, 7 (4%) internal medicine pediatrics, 3 family practice (2%), 1 intensive care (1%) and 0 (0%) neonatologists.  One hundred forty-three (88%) of the physician respondents cared for CYSHCN. Of these physicians, 115 (80%) reported that these patients made up less than 10% of their practice. (Table 1)

Results 


As displayed in Table 2 and Figure 2,  most of the physicians surveyed  described themselves as “very comfortable” or “somewhat comfortable” caring for children who had a  physical disability (86%), cognitive disability (81%), mental retardation (74%), ,  mental health disability (65%) were technologically dependent (61%), or autism (57%)  Though the majority of respondents felt comfortable caring for all of the special needs listed, a notable proportion described themselves as “very uncomfortable” or “somewhat uncomfortable”, when caring for children with autism (28%), technologic dependence (22%), and mental health disability (21%). 


Table 3 and Figure 3 detail physician perceptions of barriers to caring for this population. Of those who responded, the “very important” or “somewhat important” barriers were identified as: knowledge of community resources (89%), time (87%), 

training (86%), availability of community resources (85%), and knowledgeable office staff (77%).   Reimbursement was reported as a barrier by only 37% of respondents.

Only 13% (21/159) of the providers had Family Advisory Groups in their practice. Moreover, 79% (117/149) of the responding pediatricians and adult-oriented physicians reported that they did not have a protocol in place for HCT. (Note: family physicians and internal medicine pediatrics physicians were not included in this latter group since there practices had no age limits.)

Table 4 reports the results of the open ended requests for training. These results express a significant need for practical training in office adaptation, case management community resources, including knowledge of adult providers who accepted CYSCHN.

Lastly, 25 physicians expressed a willingness to be listed list themselves as resources transitioning CYSCHN.  

Conclusions 


Despite the number of inactivated e-mail addresses and a relatively low response rate, several actionable opportunities for systems change were identified by this survey.  


Physicians described the absence of an adequate system for transferring care for CYSCHN from the pediatric to the adult setting.  Time, training and knowledge of community resources were described as important barriers to caring for this population.  The use of Family Advisory Groups to provide feedback on practice operations was also low. Further training and technical assistance to build provider capacity to incorporate these features into medical practices would address these needs.  Designating a staff person to identify and coordinate community resources and act as liaison to families would bring this knowledge into the physician’s office and simultaneously reduce pressures on physician time in these practices. 

 
In this survey, a number of physicians expressed a low level of comfort around caring for children with autism, mental retardation, mental health disability and technological dependence. Here, too, provider in-service training and Grand Rounds could be scheduled to address these topics.  


This survey also served to identify and address the lack of physician resources for this patient population. As a result of affording respondents with an opportunity to identify their interest in caring for this population, 25 additional physicians expressed their willingness to be listed as a resource; their contact information will now be shared with other providers and families in the community.  


Communities preparing to care for the population of young adult survivors of childhood chronic illness may consider using this simple user-friendly internet-based needs assessment survey as a planning tool to define existing physician expertise and highlight educational opportunities to build physician capacity. 
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Figure 1.  TRANSITION ASSESSMENT TOOL

	1.  Which one of the following describes best your practice?

□  Primary Care Pediatrics
□ Family Practice 

□ Subspecialty Care Pediatrics
□ Emergency Medicine

□ Primary Care Adult 
□ Hospitalist

□ Subspecialty Care Adult
□ Intensive Care

□ Medicine Pediatrics
□ Neonatology


2.  Do you care for Children or Young Adults with Special Health Care Needs as defined by greater than one sub specialist or technologically dependent or requiring more than one ongoing therapeutic or rehabilitation service in the past 12 months? □ YES     □ NO

3.  What percentage of patients in your practice meet the criteria below?

□ 0%
□<5%
□ 5-10%
□10-20% 
□20-30%
□>30%

4.  Do you have a system in place in your practice for identifying and transferring Children or Young Adults with Special Health Care Needs as they move from pediatric care to adult medical care? □YES    □NO

5.  Please rate your level of comfort in taking care of Children or Young Adults with Special Health Care Needs with the following conditions

Very Comfortable
Somewhat Comfortable
Neutral
Somewhat Uncomfortable
Very Uncomfortable

Physical Disability
1
2
3
4
5

Cognitive Disability
1
2
3
4
5

Mental Retardation
1
2
3
4
5

Autism
1
2
3
4
5

Mental Health Disability
1
2
3
4
5

Technologically Dependant
1
2
3
4
5

6.  Please rank the following barriers to caring for Children or Young Adults with Special Health Care Needs


Very Important
Somewhat Important
Neutral
Somewhat Unimportant
Very Unimportant

Timing
1
2
3
4
5

Training
1
2
3
4
5

Reimbursement
1
2
3
4
5

Availability of community resources
1
2
3
4
5

Knowledge of community resources
1
2
3
4
5

Knowledgeable office staff
1
2
3
4
5

7.  Do you have a parent or patient advisory group in your practice?  □ YES   □ NO

8. Would you like to be listed a resource to help care for CYSHCN as they transition to adult care? 
□ YES □ NO

Asked only if response to question 8 was “yes”

8a. Please give us your contact information

9.   Would you like further training that would help your practice care for children and young adults with special health care needs?  □  YES (if yes, please elaborate)     □ NO
10. Please feel free to send us any additional comments


	Table 1.  Percent of Physicians’ Practice Comprised of Children or Young Adults with Special Health Care Needs (CYSHCN)†

	% of Physicians’ Practice Comprised of CYSHCN
	Number of Respondents

(n=161)

	0
	15 (9)

	<5%
	92 (57)

	5-10%
	33 (20)

	10-20%
	2 (1)

	20-30%
	6 (4)

	>30%
	9 (6)

	Don’t Know
	4 (2)


†Percentages were rounded to the nearest whole number 
	Table 2. Surveyed Physicians’ Comfort Levels for Different Types of Special Healthcare Needs†‡ 

	Comfort Level
	Physical Disability (n=160)
	Cognitive Disability (n=159)
	Mental Retardation (n=161)
	Autism (n=160)
	Mental Health Disability (n=160)
	Technologically Dependant (n=159)

	Very Comfortable
	72 (45)
	61 (38)
	58 (36)
	39 (24)
	45 (28)
	37 (23)

	Somewhat Comfortable
	66 (41)
	69 (43)
	61 (38)
	53 (33)
	59 (37)
	60 (38)

	Neutral
	15 (9)
	13 (8)
	21 (13)
	24 (15)
	23 (14)
	27 (17)

	Somewhat Uncomfortable
	6 (4)
	14 (9)
	17 (11)
	30 (19)
	24 (15)
	26 (16)

	Very Uncomfortable
	1 (1)
	2 (1)
	4 (2)
	14 (9)
	9 (6)
	9 (6)


†The n’s for each group vary slightly because respondents did not answer every question 

‡ Percentages were rounded to the nearest whole number
Figure 2.  Surveyed Physicians’ Comfort when Caring for Children with Different Types of Special Health Care Needs†‡
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†The n’s for each group vary slightly because respondents did not answer every question

‡ Percentages were rounded to the nearest whole number

*Comfortable = Respondents answering “Very Comfortable” or “Somewhat Comfortable”
#Uncomfortable = Respondents answering “Very Uncomfortable” or “Somewhat Uncomfortable”
	Table 3.  Importance of Barriers to Surveyed Physicians†‡

	Importance of Barrier
	Time (n=161)
	Training(n=159)
	Reimbursement (n=158)
	Availability of Community Resource (n=160)
	Knowledge of Community Resource (n=159)
	Knowledgeable Office Staff (n=159)

	Very Important
	90 (56)
	65 (41)
	18 (11)
	79 (49)
	92 (58)
	62 (39)

	Somewhat Important
	50 (31)
	71 (45)
	41 (26)
	57 (36)
	49 (31)
	60 (38)

	Neutral
	14 (9)
	15 (9)
	61 (39)
	20 (13)
	14 (9)
	32 (20)

	Somewhat Unimportant
	6 (4)
	5 (3)
	15 (9)
	3 (2)
	3 (2)
	4 (3)

	Very Unimportant
	1 (1)
	3 (2)
	23 (15)
	1 (1)
	1 (1)
	1 (1)


†The n’s for each group vary slightly because respondents did not answer every

‡ Percentages were rounded to the nearest whole number
Figure 3.  Percent of Providers Stating Barriers Important† 
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†The n’s for each group vary slightly because respondents did not answer every

‡ Percentages were rounded to the nearest whole number
* Important = Respondents answering “Very Important” or “Somewhat Important”

	Table 4.  Open ended requests for training*‡ 

	Type of Requests
	Number of Requests (n=62)

	Community resource training
	14 (23)



	Practical Tips
	11 (18)



	General education request
	10 (16)



	Help locating adult providers interested in this population  
	8 (13)



	Help with technologically   dependent patients 
	8 (13)



	Office efficiency adaptation
	5 (8)

	How to better communicate better with adult providers
	2 (3)



	How to better communicate with pediatric providers
	2 (3)



	Guardianship
	2 (3)


* 57 respondents submitted 62 requests for training

‡ Percentages were rounded to the nearest whole number
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