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Abstract 

Respite workers (RW) commonly care for children with intellectual disabilities (ID), and 

pain is common for these children. Little is known about factors which inform RW pain 

assessment and management-related decisions. Objectives: To describe/determine the following 

in response to a series of pain-related scenarios (e.g., headache, falling): (1) factors considered 

important by RW when assessing children with ID’s pain; (2) whether children’s verbal ability 

impacts pain assessment factors considered; (3)  RW assessment and management approach. 

Participants: Fifty-six RW (18-67 years, Mage = 33.37, 46 female). Procedure/Measures: In an 

online survey, participants read and responded to six vignettes manipulating child verbal ability 

(verbal, nonverbal) and pain source. Results: The factors most frequently considered when 

assessing pain were child behavior (range: 20-57.4%), and history (e.g., pain, general; 3.7-

38.9%). Factors did not vary by child’s verbal ability. RW indicated varied assessment and 

management-related actions (range: 1-11) for each scenario. Discussion: Findings suggest: a) 

factors informing pain assessment did not depend on whether or not the child was verbal and b) a 

degree of flexibility in RW response to pain across situations. While these findings are 

encouraging, ensuring RW have adequate pain assessment and management knowledge specific 

to children with ID is critical. 

What This Paper Adds?  

 Children with intellectual disabilities (ID) are vulnerable to experiencing unmanaged pain 

due to increased risk of pain and difficulties in self-report. This study is the first to examine pain 

assessment and management-related decisions by respite workers who support children with ID. 

Understanding respite workers’ approaches to pain in this population is critical because these 



CARING FOR CHILDREN WITH INTELLECTUAL DISABILITIES PART 2 3 
 

children often rely on caregivers to assess and manage their pain. Systematic vignette 

methodology was used to gather respite worker responses to a number of different pain-related 

scenarios.  

 Results demonstrated that respite workers are flexible in their approach to assessing pain 

in children with ID. The child’s behavior and history were commonly considered. Respite 

workers also reported a number of actions they would take in response to each scenario, many of 

which are supported by research literature. The most commonly reported action involved using 

psychological pain management strategies, while the least common actions were consulting 

resources (children’s care profiles) and reporting the incidents to caregivers. A child’s ability to 

communicate verbally did not appear to impact respite workers’ pain assessment or management.  

 Building from Part One of this manuscript (Genik et al., revision submitted), the current 

findings provide insight into the types of pain assessment and management strategies that RW 

are (a) aware of and (b) likely to apply across pain-related scenarios. The results can inform 

future intervention/educational efforts (e.g., which information may be most useful to help 

educate respite workers about pain in children with ID). 

Keywords: children, intellectual disability, respite, pain assessment, pain management   
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1. Introduction 

 Pain may be more common among children with intellectual disabilities (ID; Breau & 

Burkitt, 2009), and has the potential to negatively impact various aspects of these children’s lives 

including adaptive functioning (Breau, Camfield, McGrath, & Finley, 2007). Thus, effective pain 

assessment and management are crucial. However, pain assessment for children with ID is 

particularly challenging. These children may provide inaccurate self-reports if they do not 

understand or have the necessary skills to participate in self-report activities (Fanurik, Koh, 

Harrison, Conrad, & Tomerun, 1998); thus, caregivers are often asked to assist with pain 

assessment. Many children with ID, particularly those who do not communicate verbally, 

demonstrate atypical behaviors when expressing their pain (Dubois, Capdevila, Bringuier, & Pry, 

2010). Yet, it is these types of behaviors that caregivers would need to use to determine whether 

or not a child is in pain and in need of pain management.  

There are a number of pain management strategies that have been found to effectively 

reduce children’s pain. These may be categorized into four main domains: psychological (e.g., 

distraction; Birnie et al., 2015; Pillai Riddell et al., 2015; Palermo, Eccleston, Lewandowski, 

Williams, & Morley, 2010), physical (e.g., applying ice; Taddio et al., 2015b), pharmacological 

(i.e., using medication; Taddio & Oberlander, 2006) and process/procedural (e.g., providing 

simultaneous injections; Taddio et al., 2015b). While some research related to pharmacological 

pain management has been conducted (Taddio & Oberlander, 2006), much research related to 

non-pharmacological pain management in children appears to exclude children with ID.   

 There has been some investigation of pain assessment and management of children with 

ID in health care settings (e.g., Breau & Burkitt, 2009; Malviya et al., 2001) and with parents 

(e.g., Carter, McArthur, & Cunliffe, 2002; Davies, 2010). However, investigation of secondary 
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caregivers’ pain assessment and management of these children is very limited. This is 

concerning, as children with ID frequently receive care from a number of different people when 

they are not with their parents (e.g., schools, respite care, camp). Respite care in particular is a 

growing service for families who have children with ID (Chan & Sigafoos, 2000). These services 

allow families temporary relief from the demands of raising a child with special needs, often 

while also meeting the child’s unique needs (e.g., social development, personal care; Neufeld, 

Query, & Drummond, 2001). Respite care may be provided in or out of the child’s home and 

may take many forms (e.g., summer camps, residential treatment centres, day programs; 

Canadian Healthcare Association, 2012; Neufeld et al., 2001) for differing time periods (e.g., day 

long respite, week long respite). When receiving respite services, the parents of a child with ID 

may not be available to help these secondary caregivers assess whether the child is in pain and in 

need of treatment.  

Respite workers may hold pain-related beliefs contrary to current knowledge about pain 

in children with ID (Genik, McMurtry, & Breau, revision submitted). A minority of respite 

workers seem to receive formal pain-related training (Genik et al., revision submitted); 

furthermore, this training is not specific to children with ID, and often comes from health care 

related school programs, or other experiences outside of respite workers’ employment positions. 

A more detailed understanding of factors (e.g., child behavior, pain history) that respite workers 

consider in their responses in a pain context and the impact of child functioning on these 

considerations is important. These factors could impact respite workers’ pain assessment and 

management decisions, resulting behaviors, and in turn, a child’s overall quality of life. For 

example, pain-related beliefs about children with ID’s general ability to sense pain may predict 

individuals’ likelihood of providing medical attention to a specific child with ID experiencing 
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pain (Genik et al., revision submitted). Similarly, understanding what actions respite workers 

take when a child with ID may be in pain can help us to understand how they presently care for 

these children. The pain assessment and management-related information described above can 

inform training programs and help to ensure that respite workers are aware of factors to consider 

and appropriate pain assessment and management strategies.  

1.1 Objectives 

 Using a series of written vignettes, the objectives of the current study were: (1) to 

describe the factors (e.g., child behavior) considered by respite workers when assessing different 

types/sources of pain in children with ID; (2) to explore whether assessment factors vary 

depending on the child’s verbal ability (verbal versus nonverbal); and (3) to describe the types of 

actions that respite workers would take (e.g., pain assessment, pain management) for children 

with ID in a variety of pain-related scenarios. 

2. Methods 

Data for this article are from a larger study examining distinct research questions as 

follows. Part one of this work explored the disability and pain-related beliefs as well as 

broad/general pain-related care decisions held by respite workers compared to young adults with 

limited to no experience supporting children with ID (Genik et al., revision submitted). The 

present article (“part two”), examines factors which play a role in respite workers’ pain 

assessment and management decisions in more detail. The same group of respite workers 

participated in part one and part two; however, the data reported in these two publications are 

distinct (beyond demographics). Only the methods relevant to the present article (“part two”) are 

described below. A university research ethics board granted ethics approval.  

2.1 Participants 
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 Participants consisted of 56 respite workers who were over the age of 18 years and 

proficient in the English language (82.1% female; age range: 18-67; Mage = 33.37). The majority 

of participants (n = 50) were recruited from 31 children’s respite care organizations across 

Ontario. A small number of participants (n = 6) were recruited from an undergraduate participant 

pool at a mid-sized university (n = 25000). All participants were recruited online, and reported 

that they provide respite care for children with ID. A total of 80.4% of participants reported that 

they were moderately to highly involved in the care of children with ID (e.g., providing personal 

care such as dressing or bathing). A large majority of participants indicated that they interact 

with children with ID who are nonverbal occasionally to very often (96.4%). Participants’ self-

reported ethnicities were as follows: European-Canadians (n = 48; 85.7%), Indo-Canadian (n = 

3; 5.4%), African-Canadian (n = 1; 1.8%), and Other (n = 4; 7.1%).  

2.2 Study Procedure 

 Participants completed all aspects of the study online, including: (1) informed consent, 

(2) a series of demographic questions, and (3) six pain vignettes and related questions. After 

completion or withdrawal from the study, all participants could download an informational fact 

sheet which provided basic information about pain in children with ID who are nonverbal 

(ID/NV). Respite workers recruited from the participant pool received course credit, and those 

recruited from respite organizations could enter a gift card draw. 

2.3 Measures: Pain Vignettes 

 

Six brief vignettes (80-81 words) depicting various sources/types of pain were presented 

to participants (see Genik et al., 2015 for all six vignettes). Each vignette depicted a ten year old 

child (sex unspecified) with ID experiencing: an unintentional injury (fall), a painful medical 

procedure (insulin injection, flu shot), chronic pain (arthritis, headache) and an unknown source 
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of pain or distress. The child’s verbal ability was manipulated such that for each participant, half 

of the vignettes presented a child who was nonverbal and the other half presented a child who 

communicated verbally. This was counterbalanced across participants, ensuring that each 

vignette was equally presented as containing a child who communicated verbally or nonverbally. 

 Participants were asked to read and respond to each vignette by: (1) listing three factors 

they considered when making pain assessment (note: only the first factor listed was used in this 

study1), and (2) describing the actions they would take if they were a respite worker in that 

scenario. These vignettes have been demonstrated to have preliminary convergent and divergent 

validity (Genik et al., 2015).  

2.4 Coding 

 Coding Approach: In order to analyze the data, two initial coding schemes were 

developed using both an inductive (i.e., consideration of participant responses) and deductive 

[i.e., consideration of factors in Craig’s (2009) Social Communication Model of Pain] content 

analytic approach with an unconstrained matrix as described by Elo and Kyngas (2008). These 

schemes could be applied to all six vignette scenarios by the primary investigators and were used 

to code participant responses related to: (1) the factors they considered when making pain 

assessment and management decisions and (2) the actions they would take for each scenario. 

 Practice Coding and Finalization of Coding Scheme: Following initial coding scheme 

development, the coders completed a series of four practice sessions. At this time, each coder 

independently applied the coding scheme in question to five to seven participant responses for 

 
1 Note: The researchers also reviewed the data for the second and third factors listed by 

participants when making pain assessment decisions. Given that: (1) there were often more 

missing data for the second and third factors of each vignette (e.g., vignette 2: factor one missing 

two responses, factor two missing three responses, factor three missing 9 responses) and (2) the 

second and third factors reported were very similar to the first factor, they were not considered 

further. 
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each of the six vignettes; of note, these responses were from a different sample of participants 

not included in the study analyses. Following these sessions, two additional coding categories 

were added to the final coding scheme (i.e., “no action/do nothing”; “consulting resources”).  

 Final Coding: The two coders then each coded the participant responses for all six 

vignettes over a six week time period using the finalized coding schemes (see Tables 1 and 2). 

After all responses were double coded, discrepancies were resolved by consensus with a third 

coder (primary investigator).  

3. Results 

3.1 Analytic Approach 

 Descriptive and frequency analyses were used to analyze the data. Percent agreement and 

Cohen’s Kappa (using descriptors from Fleiss, 1981) were used as agreement coefficients. For 

factors considered in assessment (objectives one and two), percent agreement ranged from 76.0% 

to 96.3% (average percent agreement: 86.4%), and Cohen’s Kappa ranged from .69 (fair to good) 

to .95 (excellent; average Cohen’s Kappa: .81; all p’s < .0005; lowest 95% CI = .56 - .83; highest 

95% CI = .87 – 1.00) across vignettes. For actions mentioned by participants (objective three), 

percent agreement ranged from 87.1% to 93.2% (average percent agreement: 89.9%); Cohen’s 

Kappa for actions averaged across codes for each vignette was consistently in the “excellent 

range” (minimum average Cohen’s Kappa: .84; all p’s < .00052). In the following, use of italics 

 
2 The Kappa values for Objective Three in text represent averages across all individual code 

Kappa values for each vignette. With respect to Kappa values for individual codes across 

vignettes, the lowest Kappa value was 0.50 (p < .0005; 95% CI: .40 = .60) and the highest was 

1.00 (p < .0005; 95% CI: 1.00 – 1.00). There were up to 11 different Kappa values for each 

vignette (range: 6 - 11). With respect to distribution of Kappa values for individual codes across 

vignettes, one Kappa value was 0.50, three were between .74 and .79 and all remaining Kappa 

values ranged from 0.81 to 1.00. 
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denotes the description of/reference to a particular coding category from the corresponding 

tables.   

3.2 Objective 1: Factors Considered Important for Pain Assessment Decisions (Table 3) 

Overall, the child’s Pain Behavior/Expression/Response and history [Pain 

History/Knowledge, General History/Knowledge, History/Knowledge (Type Unclear)] appear to 

be most commonly considered (see “full” columns in Table 3). For example, across vignettes 

related to an unspecified pain source, headache, flu shot, arthritis and insulin injection, a range of 

44.4% to 57.4% of participants indicated that they considered the child’s Pain 

Behavior/Expression/Response when making a pain assessment decision. Consideration of a 

child’s Pain History/Knowledge was commonly considered for the vignettes which depicted 

chronic pain (i.e., headache: 18.5% and arthritis: 27.8%). General History/Knowledge (e.g., 

child’s age) was considered most often when the pain source was unspecified (18.5%) or when 

the pain source was from a medical procedure (flu shot: 14.8%; insulin injection: 14.8%). 

Interestingly, the surrounding Environmental/Situational Context was only prominently 

considered when the pain source was unspecified (13.0%). Respite workers were more likely to 

refer to a Consideration of Specific Pain Source and/or the Severity of This (specific to vignette) 

when a clear source of unintentional injury was provided (i.e., falling down: 61.1%), and to a 

lesser extent, when an acute and non-recurring source of procedural pain was provided (i.e., flu 

shot: 13.0%).  

3.3 Objective 2: Whether Children Are Verbal and Factors Considered Important for Pain 

Assessment Decisions (Table 3) 

The trend of factors considered when assessing different types of pain did not seem to 

vary greatly when comparing children who do and do not communicate verbally (see verbal and 
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nonverbal columns in Table 3). Thus, on the whole, a child’s ability to use verbal language to 

communicate did not appear to impact the factors respite workers considered when assessing 

pain in children with ID. However, there were some differences observed within specific pain 

types. For example, for the arthritis vignette, a larger percentage of participants considered the 

depicted child’s Pain History/Knowledge first when the child was nonverbal compared to when 

the child was presented as verbal. Similarly, for the flu shot vignette, a larger percentage of 

participants referred to engaging in a Consideration of Specific Pain Source and/or the Severity 

of This (specific to vignette) when the child was verbal compared to when the child was 

nonverbal. 

3.4 Objective 3: Approach to Various Pain-Related Scenarios (Table 4) 

Similar to the factors considered when assessing pain, respite workers indicated a variety 

of actions that they would take when dealing with the pain-related scenarios described in the 

vignettes (Table 4). Varying by vignette and by individual respite worker, between one and 

eleven different actions was/were listed in a participant’s approach to each scenario. The 

majority of these actions related directly to assessment and management. In particular, the 

pursuit of various forms of Assessment were indicated for the scenarios related to an unspecified 

pain source, headache, falling down and arthritis (21.5% to 36.1%), whereas Assessment was 

indicated much less often for acute procedural pain scenarios (flu shot: 6.1%; insulin injection: 

4.5%). Across vignettes, participants were most likely to report they would engage in General 

assessment approaches or Asking Child/Self-Report in comparison to Asking Others to assess the 

child’s pain.  

With respect to pain management, Pharmacological, Physical and Psychological 

strategies were mentioned by participants but frequency varied with pain source. Psychological 
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strategies were the most common management strategy endorsed by participants (range across 

vignettes: 14.3% to 68.1%), being used most often in the flu shot (62.6%) and insulin injection 

(68.1%) scenarios. Pharmacological strategies were most likely to be mentioned for the 

headache scenario compared to other vignettes. Participants did not mention using 

Pharmacological strategies for the unspecified pain source, falling down and insulin injection 

scenarios. Physical strategies were not frequently listed as an intervention strategy, but when 

indicated, were most likely to be used in the falling down scenario (14.9%). Some participants 

indicated that they would engage in Modification of Setting/Environmental Factors when 

approaching the situation at hand. This appeared most prevalent for the scenario with the 

unspecified pain source (18.6%). Participants appeared most likely to engage in Reporting - 

Inform Caregiver of the Event if it involved an unintentional injury (i.e., falling down; 11.9%). 

Across all vignettes, participants very rarely indicated that Consulting Resources would be 

needed.  

4. Discussion  

Respite care is a growing service for children with ID (Chan & Sigafoos, 2000), but 

formal training on pain assessment and management is rarely required or provided (Genik et al., 

revision submitted). Understanding the decision making process and actions taken by respite 

caregivers in pain-related scenarios with children with ID is important given the impact that 

these decisions can have on these children’s quality of life.  

4.1 Factors Considered for Pain Assessment Decisions 

Objectives one and two of this study were to learn more about factors respite workers 

consider when making pain assessment decisions for children with ID, and whether they vary 

depending on whether or not a child with ID communicates verbally. Given that (1) caregivers’ 
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beliefs about pain in children with ID may not align with current knowledge (Genik et al., 

revision submitted) and (2) formal pain training for respite workers does not seem to be common 

(Genik et al., revision submitted), it is important to ensure that respite workers are 

knowledgeable about aspects unique to pain assessment among children with ID. For example, 

children with ID who are unable to communicate their pain verbally may communicate their pain 

differently or in an atypical way (Dubois et al., 2010). 

A number of different factors were considered by participants when assessing the child’s 

pain in a given scenario. The variability in the factors considered speaks to the complexity of 

pain assessment with children with ID. When reviewing the results overall, it seems that many of 

the factors indicated by participants (e.g., consideration of a child’s behavior and history) were in 

line with what one would expect someone to consider when assessing pain in a child with ID. 

Indeed, a number of pain assessment tools developed for use with children with ID in clinical 

settings incorporate behavioral observations and/or knowledge about the child’s pain history 

[e.g., Breau, McGrath, Camfield, Rosmus & Finley’s (2000) Non-Communicating Children’s 

Pain Checklist – Revised; Hunt et al.’s (2004) Pediatric Pain Profile]. The focus on these two 

areas is also similar to an older but related body of literature suggesting that nurses working with 

children in general were often influenced by behaviors such as vocal expressions and a child’s 

medical diagnosis when assessing pain (Hamers, Abu-Saad, van den Hout, Halfens, & Kester, 

1996; Hamers, Abu-Saad, Halfens, & Schumacher, 1994).  

In general, the factors that respite workers considered when assessing pain in children 

with ID did not seem to vary greatly depending on whether or not the child was verbal. This 

finding is consistent with related quantitative studies using vignette methodology. For example, 

Shinde and Symons (2007) found that the ratings of pain intensity by educators were not 
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impacted by information about the child’s level of functioning. Another empirical study using 

the same vignettes in this article (Genik et al., 2015) also found that whether or not  a child with 

ID was verbal did not impact undergraduate students’ ratings of perceived pain intensity of 

children with ID. Despite this, however, some differences within specific vignettes for individual 

factors did emerge. This finding could have positive or negative effects on the care that respite 

workers provide. For example, in the arthritis scenario, respite workers were more likely to 

consider a child’s pain history if the child was nonverbal. It is possible that there are logical 

explanations for differences like these. For example, this increased reliance on pain history for 

children with ID who are nonverbal may be a result of the increased complexity and barriers 

associated with pain assessment for children who cannot communicate verbally. However, 

understanding an individual’s pain history would be important for a child who was either verbal 

or nonverbal, and may help us to better understand their pain and how to help. Ensuring respite 

workers have adequate information about pain assessment and management, particularly when a 

child cannot verbally communicate pain, is important.  

4.2 Respite Worker’s Approach to Pain-Related Scenarios 

 The final objective was to describe the types of actions that respite workers indicated they 

would take in a given pain-related situation with a child with ID.  Respite workers reported a 

number of actions they would take in each scenario, many of which are supported by research 

literature (e.g., pain assessment for children with ID: Quinn, Seibold, & Hayman, 2015; 

procedural pain management strategies: Taddio et al., 2015a, Taddio, 2013). From the data 

presented, it seems that pharmacological and physical management strategies were mentioned 

less often as potential actions than psychological strategies. Limitations in respite settings (e.g., 

no permission to administer medication) may lead respite workers to be less likely to engage in 
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these types of management strategies. Finally, respite workers seemed less likely to consult 

resources or report incidences to parents. Respite workers may be lacking resources in this area 

and/or may not have clear guidelines for reporting less serious or unintentional painful incidents 

to parents. Beyond understanding respite worker knowledge, the types of resources (e.g., 

availability of pain assessment and management related information) and policies (e.g., use of 

pharmacological management strategies) in respite organizations for pain in children with ID is 

also an important area for future research. For example, do respite workers know about the 

limitations in using self-report measures for pain assessment with children with ID (e.g., Chen-

Lim, Zamowsky, Green, Shaffer, Holtzer, & Ely, 2012)? How exactly are they approaching pain 

assessment when they indicate that they will ask the child? Do they understand how to properly 

use some of the pain management strategies mentioned? It was also unclear whether they would 

approach these situations in a logical manner versus more haphazardly (e.g., using what they 

know works for the child first versus choosing the first strategy that comes to mind).  

4.3 Strengths, Limitations, and Future Directions 

This is the first study to more closely examine the decisions that respite workers (report 

they) make when children they support experience different types of pain. Understanding how 

respite workers approach these situations is important because children with ID are often unable 

to provide self-reports of their pain, and may rely on caregivers to make pain-related decisions. 

This research study was well designed in that its use of vignette methodology contributes to high 

internal validity of the constructs being measured. Using open-ended response options allowed 

respite workers to generate and express their own ideas that may be unique from how researchers 

may have predicted they would respond. Further, it allowed participants space to provide rich 

data. A rigorous content analytic approach was used in order to analyze and interpret the data. 
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The sampling method utilized for participant recruitment and online methodology allowed for 

potential access to respite workers with differing experiences from locations across Ontario. This 

may have also excluded participants who did not have access to the study online, however. 

As participant responses were completed anonymously and online, researchers could not 

follow up on responses that were too vague or unclear to code. In the future, it may be helpful to 

ask these questions in person so that the researchers can clarify responses as necessary. When 

indicating factors they would consider when assessing pain, it is also important to note that 

participants were somewhat primed with information (e.g., having just read a vignette 

mentioning a history of headaches). It is unknown whether respite workers would consider the 

same factors in a more spontaneous scenario when supporting a child with ID (e.g., would they 

automatically think that the child may be in pain and consider their pain history?). With respect 

to the actions they would take in each situation, participants were not asked to list the actions 

they would take in each scenario in the order in which they would take them. This means that 

while researchers have a better understanding of the types of actions they might take, it is unclear 

whether they would be conducted in a logical order (e.g., assessment followed by a management 

strategy). To address external validity issues when using vignettes, future research should further 

investigate the areas addressed in this study in real life situations to find out whether this differs 

at all from the hypothetical scenarios presented here. Finally, this was an exploratory study with 

a small sample size, so additional research with a larger and more diverse sample should be 

conducted.  

4.4 Conclusions and Clinical Implications 

This research study provided unique insight into the types of factors respite workers 

consider and actions they may take when supporting children with ID in a variety of pain-related 
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scenarios. Ensuring that respite workers have adequate knowledge and information specific to 

pain in children with ID is critical to ensure accurate pain assessment and more effective pain 

management. The current results suggest that respite workers do have knowledge of some pain 

assessment and management strategies, and are capable of applying them in hypothetical 

scenarios. However, pain-related education and resources may still be warranted to help facilitate 

the use of these strategies in practice and ensure that they are being used effectively. Consistent 

with this idea, we are working to develop a caregiver pain resource that could be shared between 

parents and respite workers, as well as a pain training program designed for respite workers.  
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