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Abstract 

Pediatric feeding and swallowing disorders are a significant problem affecting between 

25 to 45% of typically developing children within the United States. This estimate increases to 

between 33 and 80% when children have developmental disabilities (Lefton-Greif & Arvedson, 

2007).  There is a dearth of epidemiologic information pertaining to this population due to a lack 

of standardized data collection (Miller, 2009).  An inter-disciplinary team approach to evaluation 

and management is the preferred healthcare model for this population.  Yet, the lack of 

standardized data collection across the small number of such teams within the United States has 

yielded a paucity of information regarding the benefits of such a healthcare model.  In addition, 

the cost of supporting such teams versus their clinical benefit remains unknown.  A standardized 

method of data collection would significantly contribute to necessary epidemiologic information 

as well as treatment outcomes for inter-disciplinary team-based evaluation and early intervention 

(Miller, 2009; Lefton-Greif & Arvedson, 2007).  The purpose of this study was to develop a first 

draft version of a standardized pediatric feeding and swallowing clinical intake form for use by 

inter-disciplinary feeding and swallowing teams and professionals and to contribute to a national 

databank.   



INTRODUCTION 

Pediatric feeding and swallowing disorders are a significant and extremely complex 

problem. In the United States, it is estimated that between 25 and 45% of typically developing 

children have a feeding or swallowing disorder (Linscheid, 2006; Burklow, Phelps, Schultz 

McConnell, & Rudolph, 1998). This number increases in children with developmental 

disabilities to between 33 and 80% (Lefton-Greif & Arvedson, 2007). However, the actual 

incidence of feeding and swallowing disorders in children is unknown due to the absence of a 

standardized method of data collection to track and report information about this population 

(Miller, 2009). The estimate of the incidence of feeding and swallowing disorders comes from 

studies of treatment seeking populations, or investigations of children with high risk disorders.  

Arvedson cites that estimates that as many as 35% of all infants have been reported to exhibit 

food refusal or selectivity in general population surveys of parents without providing the origin 

of these data (Arvedson, 2008).  Undoubtedly, accurate estimates of infants and children with 

feeding and swallowing problems affecting their growth and development require standardized 

data collection across several ports of access across medical and non-medical settings. 

 

Risk factors associated with feeding and swallowing disorders 

Feeding and swallowing disorders in infants and children may develop resulting from a 

developmental disorder, physical abnormality, or environmental factor (Miller, Burklow, 

Santoro, Kirby, Mason, & Rudolph, 2001). Signs of a pediatric feeding and swallowing disorder 

include refusal of the child to eat, the child having little or no interest in eating, straining of the 

muscles during feeding, long feeding periods, spilling of food and liquid out of the mouth, 

coughing and gagging during feeding, aversions of specific foods and textures, trouble breathing 



during feeding, recurrent pneumonia, and little or no weight gain (Prasse, & Kikano, 2009; 

Jadcherla, Stoner, Gupta, Bates, Fernandez, Lorenzo, & Linscheid, 2009). There are multiple 

causes for this type of disorder and the presentation of signs and symptoms can vary greatly from 

patient to patient contributing to some of the difficulty in diagnosing the problem in some 

children.  

Several different causes of feeding and swallowing problems in infants and children can 

include structural deficits, neurologic conditions, respiratory compromise, feeder-child 

interaction dysfunction, and numerous medical conditions including genetic, metabolic, and 

degenerative diseases (Prasse & Kikano, 2009). Common etiologies associated with feeding and 

swallowing disorders include traumatic brain injury, neurological disorder, cerebral palsy, 

prematurity, tracheotomy or ventilator dependence, craniofacial abnormalities such as cleft lip 

and palate, and failure to thrive (Prasse & Kikano, 2009). Although the prior etiologies are 

commonly associated with feeding and swallowing disorders, they are not predictive that a child 

has one (Prasse & Kikano, 2009).  

 

Consequences of feeding and swallowing disorders 

If left untreated, feeding and swallowing problems have significant consequences such as 

inadequate hydration and caloric intake that can affect the child‘s development. These 

consequences can negatively impact brain development, growth and maturation, brain 

functioning, motor development, speech and language development, and academic performance. 

All of these impacts are likely to have detrimental long-term consequences on the child (Prasse 

& Kikano, 2009).  



Due to the significant impact of a feeding and swallowing disorder on the development 

and function of affected children, it is important to improve current methods for early 

identification and intervention for feeding and swallowing disorders.  This is particularly 

important currently as the number of children with feeding and swallowing disorders is 

increasingly associated with improved survival rates of preterm babies and babies born with 

structural or genetic defects (Lefton-Greif & Arvedson, 2007). Babies born prematurely and 

having a low birth weight are at increased risk of having a developmental disorder, 

cardiorespiratory conditions, neurological damage, or other complex medical conditions.  These, 

in turn, increase the risk of a child having a feeding and swallowing disorder (Miller, 2009). 

Further, a preterm baby has more difficulty coordinating and tolerating the complex processes 

that are involved in oral feeding leading to increased risk of a long term feeding and swallowing 

disorder (Prasse & Kikano, 2009; Lefton-Greif & Arvedson, 2007; Jadcherla et al., 2009). Thus, 

a noteworthy and growing proportion of infants and children within the United States are   

identified as having risk factors or disorders that are known to be associated with feeding and 

swallowing disorders.  Given the growing proportion of the United States population of infants 

and children likely to have feeding and swallowing disorders and the potential impact of this 

healthcare problem on their development and function, feeding and swallowing disorders pose a 

considerable healthcare problem.  

 

Impact of feeding and swallowing disorders on families 

One of the most important impacts of a child with feeding and swallowing disorders is on 

their immediate family.  A publication by Leonard, Brust, and Sapienza (1992) described the 

significant impact on families with a child having a severe disability.  Their findings regarding 



expenditures in the form of lost wages due to healthcare appointments, travel, additional 

caregiver expenses, daily care-giving time, special diet or formula purchases, increased utility 

costs to maintain special equipment, medical equipment rental or purchases, and so forth 

provided sobering statistics about the daunting responsibility faced by families of children with 

feeding and swallowing and other healthcare issues.   

One of the most valuable experiences gained by the primary author of this project was the 

opportunity to meet the caregivers of children with feeding and swallowing disorders and 

learning their personal stories.  The Founding Mothers of the Parent Organized Partnerships 

Supporting Infants and Children Learning to Eat (P.O.P.S.I.C.L.E.) organization all have unique 

stories and struggles to share about raising a child with a feeding and swallowing disorder. Some 

of them were happy stories in which their child improved and could eventually function normally 

without eating difficulties. These stories were hopeful. They are proof that there are answers to 

these issues and that there is a way to help these kids. These success stories are also helpful to 

other families in the same situation to let them know that there are people that work through this 

type of problem.  

Alternatively, other stories were not as happy. One mother shared that her child would 

improve every time the child resided within a treatment facility and underwent intensive daily 

treatment.  She reported that her child got better for awhile, and then regressed as soon as the 

child went back home. The story of this mother was frustrating. Staying with the child during 

treatment periods was a full time job that was costly to the mother and the family in several 

ways. Nonetheless, the mother conveyed desperation to help her child get better and providing 

24 hour care for the child was the only way that happened. The mother had no other options even 

though keeping the child in treatment was not a feasible option either. What could she possibly 



do?  She tried to do what she could without finding a clear answer or hope for helping her child 

eat normally.  

Another story shared by one of the Founding Mothers about her triplets born prematurely 

with significant feeding and swallowing disorders was also disheartening. Her description made 

it clear that her children shared a common biological or environmental factor associated with 

their onset of feeding and swallowing disorders, but the true etiology appeared to be unknown to 

her. Most compelling was the theme that treatment for this mother‘s children was expensive and 

time intensive.   The consideration that this mother did not have information about feeding and 

swallowing disorders when her three children were born with these problems appeared 

overwhelming.  In addition, her struggle to find answers to help her children eat sounded like an 

inhumane experience.   

Seeing the actual video footage of the families and their children with feeding and 

swallowing disorders was heartbreaking.  Some examples of scenes included a young girl of 

about 6 years of age with a feeding tube placed directly into her stomach. This child was 

screaming and crying because she didn‘t want to go through with a tube feeding. The parents in 

the video tried to entice the child to cooperate, but she did not want to undergo the feeding 

process due to extreme discomfort with sensations of formula entering her stomach. The strained 

relationship between the parent and the child was evident.  The child appeared resentful towards 

her parents for forcing her to be uncomfortable without understanding their reasoning.  The 

child‘s parents clearly did not enjoy forcing their child through the feeding process, but did not 

want their child to starve to death. This specific situation ended happily with a video example of 

calming behavioral intervention by Dr. Suzanne Evans Morris. A gastroenterologist in the 



audience viewing this child‘s video also remarked that the feeding tube placement was incorrect 

and required relocation so that the child would be more comfortable.   

Unfortunately, the expertise necessary to provide the necessary intervention for children 

with feeding and swallowing problems is not commonly available across the country.  Even if 

specialists were available, some parents cannot afford medical care for their children, or do not 

receive appropriate referral and recommendations from their primary care physicians.    

In general, a pediatric feeding and swallowing disorder requires significant time and 

effort on the part of the parent. It can become a full time job to feed such an affected child. This 

can impact the parent‘s employment status and many parents may choose to leave their job to 

find adequate time to address the needs of their child. The significant impact of feeding and 

swallowing disorders directly affects the child and their families.  Directly observing the daily 

struggles faced by the children and their parents underlined the importance of improving our 

current standard of care with this population.   

 

Need for improved epidemiologic data 

Early detection and intervention of pediatric feeding and swallowing disorders may 

prevent or minimize serious medical complications and promote healthy growth and maturation 

during critical developmental years (Prasse & Kikano, 2009). However, there is a dearth of 

information available pertaining to the evaluation, treatment, and long term outcomes of children 

with feeding and swallowing disorders. There is currently a lack of standardized data collection 

to identify and track this population longitudinally.  A standardized method of acquiring data 

regarding infants and children with feeding and swallowing disorders would significantly 

contribute to the current state of epidemiological information available (Miller, 2009; Lefton-



Greif & Arvedson, 2007).  Improved epidemiologic information would contribute to current 

methods for evaluating and treating the pediatric populations presenting with feeding and 

swallowing disorders. 

More accurate and specific epidemiologic information would allow pediatric feeding and 

swallowing specialists‘ improved predictive information for accurately identifying and treating 

infants and children with feeding and swallowing disorders.   Thus, development of a standard 

method for acquiring epidemiologic information about infants and children with feeding and 

swallowing disorders would provide more accurate estimates of how many children are affected 

by the disorders, conditions and risk-factors that lead to pediatric feeding and swallowing 

disorders, and more information about factors that contribute to long-term outcomes of the 

disorder. With this type of knowledge, early intervention may increase and treatment approaches 

improve due to improved dissemination of accurate and predictive information useful to primary 

care providers and specialists involved in the care of infants and children with feeding and 

swallowing disorders. Longitudinal data would eventually contribute to current ideas regarding 

the best approaches to intervention and management based on treatment outcomes.  Such 

information could drive new treatment approaches.  

 

Early versus delayed intervention 

Standardized data collection could also determine the benefits of early intervention 

compared to delayed intervention with infants and children with feeding and swallowing 

disorders. The cost and benefit of early intervention outcomes would influence how physicians 

orient toward the evaluation and management of this disorder. In the case that early intervention 

is found to minimize complications (Prasse & Kikano, 2009), it may be possible to reduce the 



amount of money spent on treatment by the family, insurance companies, state and federal 

agencies.  

 

Inter-disciplinary model of healthcare 

A standardized method of data collection would determine the best model of care for 

infants and children with feeding and swallowing disorders. The most common model of care 

currently involves professionals working individually in separate practices providing separate 

treatment plans for the patient. The patient must see multiple professionals at different locations 

and often experiences inconsistent recommendations and management across several different 

professionals. This can be time consuming and delay critical intervention prior to the timing of 

important developmental milestones.   

The other model of care involves inter-disciplinary or trans-disciplinary teams.  This 

model of healthcare is recommended with complex pediatric feeding and swallowing disorders 

due to its improved efficiency in determining the source of the problem and recommending 

management that is coordinated across the designated professionals (Arvedson, 2008; Miller et 

al., 2001). This type of team requires multiple professionals of different disciplines working 

together at the same time. There are typically five or six core team members including a pediatric 

gastroenterologist, developmental pediatrician, nutritionist, occupational therapist, nurse or 

social worker, and a speech language pathologist (Cavanaugh, 2009). Other optional team 

members that are commonly called upon for more specific feeding issues include a 

pulmonologist, otolaryngologist, radiologist, and psychologist (Arvedson & Brodsky, 2002).  

There are currently fewer than 30 interdisciplinary and multidisciplinary teams practicing 

throughout the United States (Cavanaugh, 2009).   This type of healthcare model requires 



intensive administrative support and frequently occurs at non-profit medical institutions where 

this form of practice and patient population meets their vision and mission (Cavanaugh, 2009).  

Another advantage of this form of healthcare practice developing within non-profit healthcare 

institutions is that resources can be drawn from to support the shortfall of reimbursement for 

clinical services that typically occurs through cost-shifting and supplemental donor or grant 

funds (Kurpad, V, Schatzberg, V., Seok, D., Trujillo, L. Midpoint Presentation, March 26, 2010).  

 

Cost versus benefit data collection 

Unfortunately, financial estimates of the cost versus benefit of this healthcare model are 

currently unknown.  It is important to acquire such financial information to demonstrate the cost 

savings by an inter-disciplinary model such as determining short-term and long-term gains from 

early identification and intervention with this patient population by this team model compared to 

those seen by a sequence of medical professionals over a longer period of time. In addition to 

financial benefits of early intervention and treatment, standardized data collection may allow 

longitudinal epidemiologic investigation of infants and children with feeding and swallowing 

problems and the optimal standard of care for optimal treatment outcomes.  Of particular interest 

is a comparison of treatment outcomes in children with feeding and swallowing problems 

undergoing early versus later intervention.  Overall, epidemiological information acquired from a 

standardized method of data collection relevant to infants and children with feeding and 

swallowing disorders offers significant contributions to the current literature, clinical practice, 

and revenue versus expenditure estimates comparing early and delayed identification and 

intervention.   

 



Methods for acquiring epidemiologic data 

One possible way to collect epidemiological data on children with feeding and 

swallowing disorders is to extract information from current Medicare and Medicaid databases. 

Unfortunately, there are not currently any diagnostic or procedural medical codes that 

definitively predict feeding and swallowing disorders in infants and children.  One way to utilize 

this resource would be to determine profiles of diagnostic codes and procedural billing codes that 

are associated with feeding and swallowing disorders.  This would allow extraction of 

information regarding healthcare patterns in this population and complications that most 

frequently occur with particular patient populations.  

 Perhaps a more practical and prospective approach toward acquiring information useful 

for determining improved epidemiologic characteristics of this population is through a clinical 

intake form.  Previous studies have shown that clinical intake forms completed by a parent are 

useful in identifying epidemiologic factors affecting specific disorders (Byrne, Backman, & 

Smith, 1986). It has also been shown that parents are a reliable source of information about their 

children‘s behavior when a questionnaire is clearly worded and formatted. Thus, information 

provided by the parent/caregiver could serve as a feasible source of information important to 

characterizing infants and children with feeding and swallowing disorders. Advantages of this 

approach are that the information provided by the parent may provide a more accurate picture of 

the child‘s issues than can be gleaned from a clinical evaluation where the child does not 

cooperate in ways that do not represent their typical behavior. The information given by the 

parent is also based on observations of their child over a substantial amount of time allowing a 

sense of the evolution of the problem over time. It is also important to understand the concerns of 

the parents and what information they are hoping to learn from the evaluation.  This type of 



information can prepare healthcare professionals for specific questions from parents/caregivers 

in advance and encourage this form of parent participation in the evaluation process (Byrne, 

Backman, & Smith, 1986).  

 One study has demonstrated the benefit of implementing a standardized clinical intake 

form to acquire information over time in a group of premature infants. Researchers from the 

United Kingdom (Samara, Johnson, Lamberts, Marlow & Wolke, 2009) demonstrated the use of 

a standardized questionnaire that was completed by parents to acquire useful and reliable data 

regarding infants and children with feeding and swallowing disorders. This study found that 

eating problems in children born extremely preterm were more frequently reported in children at 

age six and appeared to be associated with impaired growth and maturation than reported for 

their same-age full-term comparison group. The findings of this study also indicated that early 

recognition and intervention may circumvent or reduce long term developmental delays or 

deficits. This study was limited to consideration of premature infants compared to those born 

full-term.  However, it remains of interest to further investigate epidemiological factors that 

affect infants and children with feeding and swallowing disorders across other possible diagnoses 

or risk factors. No other such studies were found that address the consequences of feeding and 

swallowing disorders using comparison groups and standardized methods of data collection 

(Kurpad, V, Schatzberg, V., Seok, D., Trujillo, L. Midpoint Presentation, March 26, 2010).  

Thus, creating a standardized clinical intake form may facilitate acquisition of important 

epidemiological data as well as provide a prospective method for determining cost-benefit 

estimates for the inter-disciplinary healthcare model and treatment outcomes for early and later 

intervention.   

 



First step toward a standardized form of data collection 

One possible starting point for developing a standardized method of data collection on 

infants and children with feeding and swallowing disorders is to consider the information 

gathered by the several healthcare professionals typically represented on an inter-disciplinary 

team to determine historical and other factors that contribute to the problem.  These teams 

typically acquire information regarding potential clients in advance of their evaluation to assure 

adequate planning of the necessary participating team members and anticipate procedural needs.  

Most such teams either administer a clinical intake form verbally or mail it to the primary 

caregiver for completion prior to the evaluation date. This clinical intake form is used to acquire 

important preliminary information for the team‘s evaluation planning and historical 

documentation.  Although there are not many interdisciplinary feeding and swallowing teams in 

existence at this time, a standardized approach for acquiring clinical intake information from 

caregivers has not been formulated. 

 

Benefits of a standardized clinical intake form 

 The clinical intake form is crucial for acquiring several types of information about the 

infant or child with a feeding and swallowing problem.  Without a standard approach to 

completing this process, parents/caregivers may need to repeat a lengthy reporting process if they 

see multiple such teams.   One of the issues becomes the overlap of question topics and the 

inconsistency of how these questions are solicited. This may make it difficult to compare data 

acquired by different teams due to the non-standard methods used to acquire information.  

Another issue is that the reliability and validity of the several clinical intake form items 

remain unknown.  Determining the readability, understandability, and validity of these clinical 



intake forms for soliciting the desired information accurately is a crucial component of the 

process of their development.  Yet, current information received from the small number of inter-

disciplinary teams in existence indicates that none have conducted these steps toward 

standardizing their clinical intake forms.   

The clinical intake form is a fundamental part of the clinical assessment process and is 

vital to determining the characteristics of the infant or child associated with the severity and the 

type of feeding or swallowing disorder they present. Further, historical patterns may be present 

when a large enough sample of standardized clinical intake forms is acquired that could 

contribute toward improved epidemiologic information.  Finally, epidemiologic information 

across several affected children may elucidate current understanding of risk factors or associated 

patterns with onset and progression of feeding and swallowing disorders that may lead to 

improved identification and early intervention.  It is also possible that methods for preventing 

onset of feeding and swallowing disorders could be devised from such information.   There is 

currently no known database available where information from a standardized clinical intake 

form is acquired for the purposes outlined above.  The purpose of this study is to develop the 

first draft version of a standardized clinical intake form. 

 

Necessary components of a standardized clinical intake form 

To develop a pre-evaluation questionnaire that will adequately serve all inter-disciplinary 

teams, consideration needs to be given to the general categories of information required by the 

several disciplines involved in the evaluation and treatment process with children with feeding 

and swallowing disorders.  There is a dearth of literature specifically addressing the most 

important information to be included in such clinical intake forms.  However, based on a 



summary by Arvedson and Brodsky (2002), the recommended general categories of information 

include:   

 

Demographic Information:  This information is necessary prior to the evaluation so that the 

team has identifying information about the client such as name, age, weight, and where the client 

is from.  

 

Medical History:  The child‘s medical history is important to know beforehand in order to aid in 

determining possible etiologies causing feeding or swallowing problems. Having knowledge of 

prenatal, perinatal, and postnatal events may reveal further reasons for nutritional complications 

(Arvedson & Brodsky, 2002). 

 

Feeding History:  It is important to obtain detailed information about the child‘s feeding issue 

from the standpoint of the primary caregiver in order to determine the child‘s average nutritional 

intake, feeding habits, feeding behavior, and duration of the problem. This type of data will give 

the interdisciplinary team an idea before the evaluation of the severity and type of feeding and 

swallowing disorder and the degree of nutritional deficiency. 

 

Developmental History:  Knowledge of the developmental history of the child allows the team to 

determine which neuromotor, psychological, and speech and language milestones the child has 

reached, if any. This section will also address the child‘s basic mood, sleeping patterns, and how 

the child interacts socially. 

 



Family Medical History:  Family medical history is significant to the child‘s feeding and 

swallowing difficulties.  For example, a close relative with gastroesophageal reflux disease, 

neurodevelopmental abnormalities, and/or craniofacial anomalies such as cleft palate may 

indicate that the child‘s swallowing disorder has a genetic etiology. 

 

Environmental History:  Environmental history can be of use to determine potential irritants that 

exacerbate feeding or swallowing difficulties for example tobacco smoke.  

 

Social History:  It is important to have information about the social history of the child to 

establish the amount of support available to be given to the patient by the primary caregiver. 

Taking care of a child with a feeding and swallowing disorder can be extremely time-consuming. 

It is also important to know who is feeding the child so that input from all identified feeders can 

be obtained to see how consistently the identified problems occur across feeders. Therefore, 

knowing family make-up will help clarify how much time is spent with the child by the primary 

caregiver and may influence treatment recommendations. 

 

The clinical intake form is a critical precursor to the assessment. It is essential that the 

clinical intake form is filled out accurately, completely, and returned prior to the appointment. 

This allows the team to better plan the assessment by determining the appropriate methodology 

and team member involvement during the interdisciplinary evaluation to maximize the benefit of 

the assessment. 

 

 



METHODS 

Participants 

Inter-disciplinary teams and national experts in the area of pediatric feeding and 

swallowing were invited to submit their clinical intake forms for use in this study.  Teams and 

experts recruited for participation were identified from a list of inter-disciplinary teams within 

the United States from a prior study (Cavanaugh, 2009), from the national expert panel for the 

Parent Organized Partnerships Supporting Infants and Children Learning to Eat 

(P.O.P.S.I.C.L.E.), and from a Google search using the keywords, ―interdisciplinary feeding and 

swallowing teams,‖ ―pediatric feeding and swallowing,‖ ―pediatric dysphagia,‖ and ―feeding and 

swallowing.‖  

Twenty-six teams and two private practice experts were recruited by telephone or email 

to contribute their clinical intake forms for the purpose of developing a standardized clinical 

intake form. Thirteen teams and two private practice experts contributed their current clinical 

intake forms for use in this study. One team declined to participate because their team does not 

use a clinical intake form that is distributed to parents prior to their child‘s evaluation. Clinical 

intake forms were received through email, fax, and postal mail.   

 

Clinical Intake Rating Form Development 

Hard copies of clinical intake forms were scanned into electronic files.  All intake forms 

were coded with a subject number in the order they were received.  Items within each intake 

form were also coded numerically starting with #1.   

Overall, clinical intake form items generated by the different inter-disciplinary teams and 

national experts showed wide variation in format, response modality, depth of inquiry about 



information, and topical organization within each intake form.  In addition, it proved unwieldy to 

re-create clinical intake form question items within a Microsoft Word document to be presented 

to experts for rating.  The method used for incorporating items of similar descriptive topic areas 

near each other within a rating form for comparison and rating utilized the Microsoft Office 

―snipping tool‖ software. This tool enables PC users to highlight and capture screen images and 

to save selected image segments as a jpg file.  The jpg files could then be inserted into a 

Microsoft Word document in the desired sequence.  The ―snipping tool‖ was used to create jpg 

images of each question item from each clinical intake form submitted for use in this study.   

Next, question items were randomly organized within 14 descriptive topic areas in a 

Microsoft Word document.  The final document was organized such that a descriptive topic area 

title page preceded each cluster of question items sharing similar intent or information gathering 

goals as determined by the primary author.  Topical category names for rating (see Appendix A) 

were purposely not used in the rating form to prevent bias of raters when assigning a topical 

category for any given question item.  A total of 14 cluster groups were created within the rating 

form.  These clusters were organized by topic areas of identification of client and guardian and 

their contact information, referral information and other doctors seen, birth and pregnancy 

history, child‘s medical information, feeding history, tube feeding information, family 

information and home life, child‘s functional disabilities and likes/dislikes, child‘s behavior, 

child‘s education, financial information, soliciting additional comments from parents, 

miscellaneous, and examples of feeding logs. 

Each coded question item within a cluster was numbered beginning with item #1.  The 

rating form question item number and cluster group were recorded with the original ―subject‖ 

and question item codes to retain the link to their original clinical intake form.  The rating form 



was designed so that each item was preceded by a rating box (see Figure 1) followed by a 

question item.  The procedures used to evaluate clusters of question items will be discussed in 

the Expert Rating Procedures section. 

 

Rating form for Additional Standardized Evaluation Instruments 

One inter-disciplinary team provided several standardized questionnaires used by their 

team to gather additional information about each child‘s speech, language, social, emotional, 

sensory, motor, self-help, health status, eating, mealtime, behavioral performance and family 

impact based on parent/caregiver responses.  These additional instruments required copyright 

permissions from publishers to be used in this study for evaluation by experts.  Three of the 

original 6 instruments were approved for use in this study and included: Child Behavior 

Checklist (Achenbach, 2001), Child Development Inventory (Ireton, 1992), and the About Your 

Child’s Eating (Davies, Ackerman, Davies, Vannatta, & Noll, 2007), Mealtime Behavior 

Questionnaire (Berlin, Davies, Silverman, Woods, Fischer, & Rudolph, 2010), and Feeding 

Strategies Questionnaire created by (Berlin, Davies, Silverman, & Rudolph, 2009).  For each of 

Figure 1. This figure shows an example item from within the rating form completed for this study. 

 

 



these items, a separate rating document was created requesting experts to rate whether each 

instrument should be included with the standardized intake form for parent/caregiver completion.  

Expert ratings required a vote of ―Yes‖ or ―No‖ regarding their preference to include each of 

these standardized tests or checklists with the standardized clinical intake form in a package of 

materials for completion by parents/caregivers of infants and children with feeding and 

swallowing disorders prior to team-based evaluation.  

 

Topical Categories Rating Form 

 Thirteen topical categories were developed from the Arvedson and Brodsky textbook 

(2002) and from additional categories suggested by experts and parents participating in the 

Pediatric Feeding Disturbances Conference sponsored by P.O.P.S.I.C.L.E. held January 14-16, 

2010 in Phoenix, Arizona.  The final listing of topical categories included:  demographic 

information, social history, psychological history, family medical history, feeding history, 

developmental history, family medical history, environmental history, referral information and 

medical providers, school/early intervention program, birth history, medical history, feeding 

behavior, feeding log/diary, relationship/interaction information, tube feeding, neurologic, 

psychologic and other developmental behavior, and parent/caregiver questions and concerns.  

Appendix A provides a summary and definition of the topical categories as they were used in this 

study to organize clinical intake form question items.   

A third rating form was devised using the topical category file identifying and defining 

the categories under which each question item was organized.  Next to each topical category was 

an open square in which raters were requested to rank order the sequence in which topical 

categories of questions should be presented within the final standardized clinical intake form.  



Within this form, categories were already numbered according to the order of their presentation.  

These assigned numbers were used for a separate purpose to be described within the rater 

procedures below.  

 

Expert Raters 

 An electronic invitation was distributed to the primary contact(s) associated with each 

inter-disciplinary team from whom a clinical intake form was received.  In addition, the same 

invitation was sent to parents and national experts associated with P.O.P.S.I.C.L.E.  A brief 

description of the study was provided as was an invitation to rate items from the clinical intake 

forms submitted for the study.  The invitation explicitly stated that participation was completely 

voluntary and would make a contribution to our development of the first draft version of the 

standardized clinical intake form.  Four files were attached to the electronic invitation:  Rater 

instructions, Reviewer Rating Packet – Items for Review, Categorical Assignments document, 

and additional standardized tools requiring a Yes/No rating (―Vote yes or no‖).  From 54 

individuals invited to participate, 8 agreed to participate and 4 completed rating forms were 

received and used to develop the first draft of the standardized clinical intake form.  Thus, 7% of 

those invited to participate completed the rating task.   

 

Expert Rating Procedures 

Participating experts and parents were instructed to scroll through each clustered series of 

question items and to determine their top 5 preferred items.  That is, they were asked to rank 

order them from the most preferred item (rank #1) to the least preferred item (rank #5).  In 

addition, raters were asked to assign the number associated with the category that appears to best 



fit each item using the file titled, Categorical Assignments document (See Appendix A).  In the 

case a rater thought more than one category might be appropriate for a given item, they were 

instructed to assign all of the appropriate categories from the most appropriate to least 

appropriate in the blank provided. Finally, they were instructed to provide suggestions for edits 

to each item ranked or recommend ways to combine items that should go together within the 

space provided after, ―Suggested Revisions,‖ next to each item.  The rater instructions are 

provided within Appendix B. 

 

Analysis of Ratings 

 The rankings of items from each rating form were recorded and compared.  The ranking 

of each item by each rater was used to award points from a devised point system for determining 

items for use in the draft version of the questionnaire. If an item received a ranking of ‗1‘, the 

item received 5 points.  Thereafter, a ranking of ‗2‘ received 4 points, a ranking of ‗3‘ received 3 

points, a ranking of ‗4‘ received 2 points, and a ranking of‗5‘ received 1 point. The total number 

of points earned by each item ranked by each rater was determined across all raters. The highest 

ranked items (those ranked as 1
st
 or 2

nd
 priority on average) showed average scores of 13.5 

(range from 10-23 points). Those with lowers priority ranking (i.e. those ranked 4
th

 and 5
th

, on 

average) averaged scores of 6.8 (range from 2-9 points. Thus, only items that received 10 total 

points or more within each topical category were selected for inclusion within the first draft of 

the standardized clinical intake form. If multiple items from the same topical category qualified 

to be included, both were selected for inclusion within the first draft version of the standard 

clinical intake form. The first draft of the standardized clinical intake form was then devised by 



compiling the jpg images from each of the selected items meeting inclusion criteria within   

separate Microsoft Word document.   

 

Assignment of final topical categories 

 Raters were asked to assign topical categories to ranked question items and also to rank 

the order of topical categories within the draft version of the standardized clinical intake form.  

One rater completed this task as instructed.  One rater assigned half of the ranked items to a 

category leaving the remainder of items unassigned.  The topical category file for this rater was 

also unrated for preferred sequence within the clinical intake form.  Two raters did not assign 

categories to question items and one of these did not complete the sequence ranking for the 

topical categories.  Of ratings provided, only one rating of categorical assignment was available 

for final items, and there was no agreement between raters on the sequence of topical categories 

within the clinical intake form other than demographic information occurring first.  Thus, the 

final assignment of question items and the sequence of topical categories in the draft version of 

the standardized clinical intake form were not modified from their assignment and sequence in 

the rating form distributed to experts and parents for evaluation. 



RESULTS 

Draft version of the standardized clinical intake form 

 The draft version of the standardized clinical intake form includes a total of 27 question 

items across the original 14 descriptive topic areas plus the addition of a psychological section.  

Raters successfully agreed on one question item for the item cluster topics of Financial 

Information, Psychological Information, Family Medical History, Birth and Pregnancy History, 

Child‘s Medical Information, Feeding History, and Child‘s Behavior.  However, multiple 

question items were ranked highly for the descriptive topic areas of Identification of Client and 

Guardians and their Contact Information (2), Social History and Home Life (2), Referral 

Information and Other Doctors Seen (2), School-Based or Early Intervention (4), Tube Feeding 

Information (2), Feeding Log/Diary (2), Developmental History (3), and Soliciting Additional 

Comments from Parents (3).  The final outcome for the draft version of the standardized clinical 

intake form can be seen in Appendix C. 

 

Question Item Categorical Assignment 

 Only 2 of the 4 raters consistently assigned a topical category to ranked question items.  

Of these, 81% (30/37) of question items were assigned to matching topical categories and 19% 

(7/37) were classified to different topical categories.  Thus, high agreement was demonstrated for 

the topical categories assigned to question items within the same cluster. 

 

Sequence of Clinical Intake Form Topical Categories 

 Three raters completed the task of sequencing the order of topical categories for the draft 

version of the standardized clinical intake form.  All three agreed that demographic question 



items should occur first within the clinical intake form.  Thereafter, only 2/3 of the raters agreed 

on the sequence order of 5 categories.  These included social history (second topical category), 

referral information and medical providers (5
th

 topical category), birth history (7th topical 

category), medical history (8th topical category), and Parent/Caregiver Questions and concerns 

(14
th

 topical category).  The remaining topical categories were not similarly rated for sequence 

by the raters.  Two of the raters were within 1-2 assigned sequence values for 4 of the 8 

dissimilar topical categories.  However, these two raters differed by more than 3 placement 

ratings on four dissimilar items.  The third rater assigned significantly different ratings from the 

other 2 raters by as many as 8 sequence positions (see Figure 2).  Given the range of different 

topical categorical sequence ratings, it was determined that this aspect of the draft version of the 

clinical intake form was not sufficiently completed to confidently determine a final topical 

category organization.  Thus, the draft version of the standardized clinical intake form question 

items retained their original descriptive topic area cluster sequence as proposed in the rating form 

distributed to the raters for evaluation. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



Figure 2. This figure shows the sequence ranking given by each rater for each topical 

category. 

 

Categories R1 R2 R3 

Demographic 1 1 1 

Social History 2 2 11 

Psychological History 4 3 12 

Family Medical History 6 4 13 

Referral Info and 
Medical Providers 5 5 2 

School/Early 
Intervention 3 6 3 

Birth History 7 7 6 

Medical History 8 8 5 

Feeding Behavior 12 9 4 

Feeding Log/Diary 14 10 8 

Relationship/Interaction 13 11 7 

Tube Feeding 11 12 9 

Neurologic, Psychologic, 
and Other 
Developmental 
Behavior 9 13 14 

Parent/Caregiver 
Questions and concerns 10 14 10 

 



DISCUSSION 

The completion of this study contributed an important first step toward establishing a 

standardized clinical intake form for the purpose of acquiring similar information across several 

different inter-disciplinary feeding and swallowing teams and professionals. Once finalized, this 

tool will be used to contribute data to a national databank to enable successful acquisition of 

epidemiologic information.   

The ultimate contribution of a standardized clinical intake form appears to be of great 

interest to the several experts contributing to this study as evidenced through their submission of 

clinical intake forms and by those who spent hours evaluating and comparing the several items 

within each topical cluster.  Most impressive was the accomplishment of this first important 

research step without funding.  The experts contributing to the development and completion of 

this study did so in their free time.  Their actions support that development of a standardized 

clinical intake form is considered high priority and will make a significant contribution to move 

the research and clinical practice of pediatric feeding and swallowing disorders forward.  

The steps involved in developing standardized clinical tools require the first step of 

―expert consensus‖ through focused discussion groups.  For the purpose of developing a 

standardized clinical intake form, we would need to conduct focused discussion groups 

composed of national experts representing the several different disciplines in the area of pediatric 

feeding and swallowing.  The goal of these focused discussion groups would be to formulate the 

range of questions and topics to be included in a standardized clinical intake form.  Rather than 

conduct focused discussion groups to generate several questions and possible clinical intake form 

formats, we acquired 15 different clinical intake forms submitted by inter-disciplinary teams and 

professionals across the United States.  The 15 different clinical intake forms served the same 



purpose as the focused group discussions by gathering the clinical intake forms currently being 

used by inter-disciplinary feeding and swallowing teams.  The several clinical intake forms 

submitted for use in this study demonstrated a wide range of depth and breadth of question items 

across all of the categories of topics important to an inter-disciplinary evaluation, as well as 

different examples of question and answer formats, and overall organization.  Thus, the several 

question items evaluated and compared within this study were representative of several examples 

of expert consensus from 15 different inter-disciplinary feeding and swallowing teams and 

professionals across the United States as to the type and nature of question items needed within a 

clinical intake form. 

The second step in the process of developing a standardized instrument is to generate a 

draft of the instrument based on the focused group discussion outcome for further revision and 

evaluation by the experts.  The current study successfully generated a draft of the standardized 

clinical intake form.  This was achieved by asking the national experts from teams that submitted 

their team clinical intake forms to participate in this study.  Their task was to compare and 

contrast clusters of question items of similar intent or topic and rank order their preferred items.   

In assembling the rating form for this purpose, it was striking how many different types 

of questions were aimed at acquiring similar information from each of the different teams. Many 

of the questions differed in format. Some questions exhibited an open-answer format in which an 

open-ended question was posed and a space was provided to respond.  Other question items used 

a multiple-choice format in which the reader was instructed to circle or check the applicable 

response(s).  



An additional variation was the choice of wording used within question items with 

similar intent.  Wording used by different teams may have resulted from personal clinical 

experience as to the best way to solicit desired information from a broad base of caregivers.  

However, it was unclear whether any of the clinical intake forms underwent testing to determine 

their grade level for wording and whether they were tested for parent readability and 

understandability of question items.  Further, it was unknown which question items would be 

most efficient in providing accurate and reliable information across parents.  Determining these 

aspects to the eventual final draft of the standardized clinical intake form will be crucial to 

establishing a standardized tool as part of a national databank.   

One complication encountered in assembling the final rating form for evaluation was that 

the wide variation in wording and question format made it difficult to discern the appropriate 

grouping of clusters of items from different clinical intake forms. Questions frequently combined 

demographic information such as address with current physician and medical referral 

information. This challenged the process of assigning portions of clinical intake form question 

items into their appropriate topical category.   It was often unclear what portion of a question 

item was best for categorizing the information, and also the definitions of the descriptive topic 

areas for clusters of items became blurred. For example, one question arose as to whether the 

physician who referred the child was part of the client‘s demographic information or medical 

information. The context under which each question item was used across individual clinical 

intake forms often determined the intent of such questions.   

Another difference noted within clusters of items was the wide range of numbers of 

question items assigned to each.  Some of the clusters contained 15 different items and item 

length varied between half of a page to as many as four pages. This posed a challenge to raters to 



absorb and distinguish longer question items from other items of similar length.  One approach 

used to reduce this challenging problem was to subdivide these clusters into even smaller groups 

for easier comparison and ranking.   

Overall, the wide variety of question items and formats offered a representative range of 

possibilities for posing questions to caregivers for response.  Thus, the draft version of the 

standardized clinical intake form is considered to represent the best selection of items from all of 

the different formats and question item possibilities as determined by 4 experts.  Further, it was 

remarkable the degree of similarity across the raters in identifying highly ranked question items 

few exceptions.  Although a draft version of a standardized clinical intake form was successfully 

devised during this study, there are several considerations regarding its current form and format.  

The greatest concern about the current draft version is the extent to which it represents expert 

consensus.  The ratings used to generate the current draft version were acquired from four out of 

the 54 invited experts.  None of the invited parents participated.  Thus, a small proportion of 

those intending to contribute to this study went on to complete the task.  Four additional experts 

initially replied with the intention of completing the task and then were unable to meet the 

deadline due to time constraints.  Therefore, approximately 15% replied with the intention of 

completing the rating task and 7% completed it.  In addition, only one of the 4 raters completing 

the task is a current member of an inter-disciplinary feeding and swallowing team.  Thus, it is 

difficult to be assured that the current draft version of the standardized clinical intake form offers 

expert consensus.   

There are several reasons that the poor participation rate occurred for the current study.  

First, the rating tasks required between 3-5 hours of time to complete.  In addition, participants 

were not reimbursed for their time.  Given the extremely busy schedule of all recruited 



participants, it was not surprising that few were motivated or able to complete the rating task 

given the level of commitment required without reimbursement.  Second, the format by which 

ratings were completed was challenging.  All question items were organized in series within 

clusters of topical categories within an electronic document.  Two participants commented on 

how difficult it was to use the document to scroll through several items within the electronic 

document and make decisions about rank order preferences.  One of these participants was 

unable to complete the task due to insufficient time available to manage the format and length of 

the rating document.  One participant expressed that it would be easier to have a hard copy of the 

document so that several items could be visualized at once.  However, given that the rating form 

was 162 pages in length, even a hard copy version would have been difficult to manage.  

Nonetheless, it might have been easier to accomplish the same goal by sending smaller 

documents for each cluster of items so that participants could print documents if desired and 

more easily maneuver between items for comparison and ranking.   

The current draft version of the standardized clinical intake form requires additional 

revision and organization.  Although we have determined which items were voted most 

favorably for inclusion from 4 experts, the individual question items will need further 

modification before the final draft will be ready for use. For example, some categories include 

multiple examples of similar question items that achieved similar ranking.  Ultimately, experts 

will need to further reduce these question items so that there is not redundancy within categories.  

It is also possible that favorable features from each of the different question items may be 

integrated to formulate a final question.   

Another problem to be addressed is the overlap between topic categories.  For example, 

feeding behavior and social behavior exhibit a great deal of overlap in that each category asks 



similar questions regarding the child‘s behavior. Feeding is a social activity which makes 

separating these categories difficult. An example of this would be a question that asks if the child 

eats at the same time as the family and if the child eats with the family. This question could fall 

under social behavior or feeding behavior, and deciding which category is most appropriate is 

complicated. Part of the overlap may relate to the flow between question items within some of 

the clinical intake forms used in this study.  However, consultation of the national experts 

involved in developing the final clinical intake form will be important for determining the best 

organization of this information so that it is streamlined in a way that makes sense to the 

caregiver completing it. Currently, the draft version of the standardized clinical intake form 

appears choppy without a clear transition between question items and topical categories.  

Another concerning issue was the poor agreement between raters as to the best sequence 

of the topical categories in the draft version of the clinical intake form, with one exception.  This 

finding was not really surprising given the wide range of examples of clinical intake forms and 

their organization.  All of the raters agreed that demographic information should come first; 

however, thereafter, poor agreement was shown.  The final draft of the clinical intake form will 

need a greater degree of agreement across several experts as to the sequence of topical categories 

and what they represent.  Perhaps the idea of assigning question items to categories is too 

artificial for the purpose of the clinical intake form.  As mentioned earlier, some questions 

appear to acquire several categories worth of information.  Thus, the task of considering topical 

categories of information may not readily translate into distinctly different questions.  This 

conceptual framework of developing the standardized clinical intake form will need to be further 

discussed between several experts to reach a final decision.  Perhaps the process of editing and 

revising the current draft version of the standardized clinical intake form and reaching a final 



agreement as to the question items and their wording, format, and organization will clarify the 

final decision regarding the best sequence of topical categories.    

Finally, only 50% of the raters attempted to assign topical categories to ranked question 

items.  One rater began this process and stopped assigning topical categories to ranked question 

items halfway through the task.  It was unclear why the raters were inconsistent in assigning 

topical categories to each ranked question item.  However, it is possible that question items best 

suited for the demographic and social history may have been difficult to assign due to a 

typographical error in the coding file.  Both received the number ‗1‘ as the number associated 

with the two different topical category names and definitions.  However, this would only explain 

confusion for question items pertinent to these topical categories and not for the remaining ones 

that were not assigned to question items.  One rater managed this confusion by writing the name 

of the topical category rather than the number.  Overall, for the majority of question items were 

assigned the same topical category by raters demonstrating strong agreement between the two 

raters who completed this task.   

Several remaining steps are required before the final standardized clinical intake form 

will be achieved.  The next step is to request input from experts regarding the question items, 

their wording and format, and overall organization in the draft version.  Once consensus is 

achieved between experts as to the draft version of the standardized version of the clinical intake 

form, the next step is to address how well the average caregiver can understand the questions and 

respond to them accurately.  The first step in this process is to have a small focused discussion 

group of parents address the readability and understandability of the question items.  Thereafter, 

psychometric testing will be done to determine the instrument‘s validity and reliability.  That is, 

the ability of the instrument to acquire the requested information about infants and children with 



feeding and swallowing disorders consistently and accurately across several different parents 

needs to be determined.  It will also be of interest to determine how well this instrument can 

acquire information that distinguishes infants and children with feeding and swallowing 

problems from typically developing children without such problems. Testing of this degree will 

require clinical administration of the standardized clinical intake form at several clinical sites 

across the United States that includes verification of the clinical diagnosis of feeding and 

swallowing problems, or not. In summary, this study successfully completed the first step of 

many toward developing a standardized clinical intake form.  The current draft of the clinical 

intake form is in rough form, but includes a digestible number of question items associated with 

each topical category.  The next step is to achieve expert consensus on the final set of question 

items to be included, their wording, format, and organization.  Thereafter, clinical testing to 

determine the readability and understandability of question items by caregivers will be necessary 

as will testing of validity and reliability of question items.  Once these aspects of the instrument 

are addressed, the standardized clinical intake form will be ready for pilot administration across 

several clinical sites to test its sensitivity and specificity to identification and characterization of 

infants and children with feeding and swallowing problems.  At that point, the instrument can be 

finalized for the purpose of contributing to a national databank of information for the purpose of 

collecting consistent information about children with feeding and swallowing problems. 
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APPENDIX A 
 
In the text box provided to the right of each grouping, please indicate the sequence in which you would 
like to see these categories presented in the final questionnaire. For example, if you would like to see 
demographic information presented first, write the number 1 in the text box. 

 
CATEGORICAL ASSIGNMENTS CODING 

 
1. Demographic Information 

 Child’s Name 
 Date of Birth 
 Parent/Guardian’s Name 
 Address 
 Parental level of education 
 Annual Income 
 Financial Services and support 
 

1. Social History 
 Who lives in the house with the child 
 How many siblings does the child have 
 
 

2. Psychological History 
 Any recent changes or stresses in the family 
  

3. Family Medical History 
Family members who have been treated for or diagnosed with a particular illness (ie. Reflux, 
scoliosis, allergies) 

 
4. Referral Information and Medical Providers 

 Who referred child to clinic/team 
 Primary Care Physician 
 Other specialists who have seen or are currently seeing child 
 Names and contact info for current providers 
 

5. School/Early Intervention Program 
 Name of School/Program 
 Services being received  
 Names and contact info for other such providers 
 

6. Birth History  
 Complications during pregnancy/delivery 
 Type of delivery (vaginal, c-section) 
 Weeks gestation 
 Birth Weight/Length 
 

 

 

 

 

 

 

 



 
 
 

7. Medical History 
 Current Diagnosis 
 Medications 
 Allergies 
 Hospitalizations 

Procedures and their results (e.g. MBS/OPMS (swallow study), Upper GI, pH probe, endoscopy, 
etc) 

 Course of post-treatment 
 

8. Feeding Behavior  
 Mealtime routine 

Meal time behavior 
Reaction to foods the child has difficulty eating or will not eat 

 Child’s position during feeding 
 Indication of who feeds the child a 

Location of meals 
 Reactions with different feeders 
 Problems encountered while child is eating (choking, gagging, food refusal, etc) 
 

9. Feeding Log/Diary (Request for specific information about food) 
Request for daily listing of foods eaten by child  
Feeding times and duration 
Amount eaten 
Food texture 
 

10. Relationship/Interaction information 
How does the parent feel during meals? 
How does the child feel during meals? 
Who eats with the child? 
How does feeding affect caregiver and family relationships with the child? 

 
11. Tube Feeding  

 Type of tube (NG, J, G, etc) 
 Formula type 
 Bolus feedings 
 

12. Neurologic, Psychologic, and Other Developmental Behavior 
 Neuromotor milestones 

Psychological milestones 
Speech and language milestones 
Physical Capabilities (Can child sit-up/walk independently) 

 Sleeping Patterns 
 Child’s basic mood 
  How child interacts and communicates 
 

 

 

 

 

 

 



 
13. Parent/Caregiver Questions and concerns 

 Parents’ questions or concerns they want answered from the evaluation 
  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



APPENDIX B 

EXPERT REVIEWER INVITATION AND INSTRUCTIONS 

You are being invited to participate in the development of a standard intake form for use by 

interdisciplinary pediatric feeding and swallowing teams.  The purpose of the standardized 

intake form is to offer a standard method of collecting information pertinent to the clinical 

evaluation of infants and children with feeding and swallowing disorders prior to their 

examination.  In addition, teams who agree to use this form will be invited to contribute to the 

goal of developing a national databank that will be available to study the epidemiology and 

treatment outcomes of infants and children with feeding and swallowing disorders.  This 

research was inspired by the Parent Organized Partnerships Supporting Infants & Children 

Learning to Eat (POPSICLE).  Your participation is completely voluntary and will serve as expert 

consensus toward a first draft standard intake form.  The final draft will require additional 

studies to finalize the standard intake form for distribution.  Completion of requested ratings 

will require 3-5 hours of your time to complete by April 22, 2010.  If you decline to participate, 

please reply to our email letting us know that you cannot participate.   

INSTRUCTIONS:  There are three documents attached to your email invitation to be 

completed and returned by April 22, 2010 providing your professional opinion regarding the 

lists of possible intake form items you like best.  The first document, “Reviewer Rating Packet – 

Items for Review,” presents the items for evaluation in clusters according to the similarity of 

items.  This document contains several sections of intake form items extracted from several 

different such forms currently in use across the United States by pediatric interdisciplinary 

feeding and swallowing teams and also from those used by individual practitioners.  The 

document is divided into intake form questionnaire items by clusters that were judged to be 

most similar in content. 

Each cluster of items in the first document is separated by a single title page.  Within each 

cluster, you will rank order your top 5 preferred items (see instructions below) and also 

assign the ranked items to a category code selected from the second document, “Categorical 

Assignments.”  The Categorical Assignments list identifies the possible categories to which each 

item under evaluation can be assigned and the associated coding for each.  Please note the 

operational definitions associated with each listed category.   

The third document, “Vote yes or no,” provides several additional instruments that we need 

you to vote “Yes, include this with the intake form,” or “No, do not include this with the intake 

form.”   



How to enter and return your ratings:  The “Reviewer Rating Packet – Items for Review” can be 

completed and saved on your computer to be returned electronically, or be printed and 

completed in hard copy and returned by fax (520- 621-9901), or as a scanned electronic copy. 

How to Rate Items:  To complete your review, please scroll through the clusters of intake form 

items and select your top 5 preferred items.  Next, rank order them from your most preferred 

(rank #1) to least preferred (rank #5).  In addition, assign the number associated with the 

category that appears to best fit each item (refer to the Categorical Assignments document).  

If you believe there is more than one category that any given item could be assigned to, 

indicate all of the appropriate categories from the most appropriate to least appropriate in the 

blank provided. Finally, if you have suggestions for edits to items or recommendation for 

combining items to recommend, please do so in the “Suggested Revisions” space provided 

prior to each item.   

Acknowledgement for participation:  We estimate that completion of this task may take as 

long as 3-5 hours to complete.  We are sorry that there are not currently funds to reimburse 

you for your time.  However, any publication or presentation associated with the final intake 

form questionnaire will include your name to acknowledge your contribution, with your 

permission.  Please complete the requested information below to request acknowledgment in 

any publication associated with this research. 

Please provide your name, credentials, and affiliation as they should appear in the 

acknowledgment:            

              

 

 

 

 

 

 

 

 



APPENDIX C 

DRAFT FEEDING AND SWALLOWING INTAKE FORM



IDENTIFICATION OF CLIENT AND GUARDIANS AND THEIR 

CONTACT INFORMATION 

 

 

 

 

 

Item #2  

Rank Order (1, 2, 3, etc)      Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

  

 

 

 

Item #4:  

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



FINANCIAL INFORMAION 

 

 

 

Item #1:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



SOCIAL HISTORY AND HOME LIFE 

 

 

 

 

Item #4:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

Item 7:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 



 PSYCHOLOGICAL INFORMATION 

 

 

 

 

 

 

 

 

 

 

 

Item #4:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

FAMILY MEDICAL HISTORY 

 

 

Item #4:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



REFERRAL INFORMATION AND OTHER DOCTORS SEEN 

 

 

 

 



 

 

 

 

 

 

Item #8:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



SCHOOL-BASED OR EARLY INTERVENTION 

 

 

Item #2:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  

Item #1:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

 



 

 

 

 

 

 

Item #7:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  

Item #1:    

YES/NO:       Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions:          

  



BIRTH AND PREGNANCY HISTORY 

 

 

 

 

Item #2:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 CHILDS MEDICAL INFORMATION 

 

 

 

 

 

 

Item #8:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

FEEDING HISTORY 

 

 

 

Item #2:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

 



 

 

 

 

 

 



CHILD’S BEHAVIOR 

 

 

 

 

Item #1:  

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



TUBE FEEDING INFORMATION 

 

 

 

Item #5:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

 

 

 

 

 

 

Item #6:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  





FEEDING LOG/DIARY 

 

   

Item #2:   

Rank Order (1, 2, 3, etc)      

Suggested Revisions, if ranked:        

  



 

 

 



 

 

PLEASE COMPLETE ATTACHED PEDIATRIC DAILY FOOD DIARY 

Item #3:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

 

 

 

 

 



DEVELOPMENTAL HISTORY 

 

 

 

 

 

Item #2:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

 

 

 

 

 

Item #4:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

Item #3: 

YES/NO:       Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions:          

  



SOLICITING ADDITIONAL COMMENTS FROM PARENTS 

 

 

 

 

 

 

Item #3:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  

Item #4:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  



 

 

 

 

 

 

 

 

Item #7:   

Rank Order (1, 2, 3, etc)     Categorical Assignment (Demo, Feeding Hx, etc):

  

Suggested Revisions, if ranked:        

  


