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E D I T O R I A L

Special issue on pain and intellectual and developmental 
disabilities

Children with Intellectual and Developmental Disabilities (IDD) rep-
resent a diverse group with conditions that begin during the devel-
opmental period and are associated with physical, learning, language, 
behavioral, and/or intellectual-based impairments. These impair-
ments also frequently impact day-to-day functioning, generally last-
ing throughout a person's lifetime.1 Because of the work of pioneering 
researchers in the field, pain is now understood to be a common and 
complex occurrence for children with IDD.2 Indeed, under certain cir-
cumstances and contrary to historical beliefs, children with IDD com-
pared to typically developing peers may actually be more sensitive to 
pain3 and demonstrate greater pain evoked potentials.4 Children with 
IDD also undergo more frequent and more invasive painful medical 
events5 and are more likely to experience chronic pain compared to 
typically developing peers.6,7 Unfortunately, children with IDD are 
also more likely to have limitations in their ability to communicate 
about their pain effectively, which impacts their ability to effectively 
utilize self-report pain assessment measures or advocate for their 
own pain relief.8 Caregivers may be apt to underestimate the pain 
of their children with IDD9,10 or may have difficulty communicating 
their concerns to their healthcare providers. As a result, pain is often 
missed or under-recognized as well as poorly or undermanaged.2 
Despite this well-documented clinical problem, research on pain in 
this population has been slow-moving and wrought with challenges. 
Indeed, children with IDD are often excluded from pain research, and 
any research including this population has many associated ethical 
and logistical challenges. In our opinion, the most significant out-
comes from research to date include (a) evidence documenting the 
problem of pain as a significant challenge for children with IDD and (b) 
the development of valid and reliable observational pain assessment 
tools. Despite the development of the tools, however, there remains 
an extensive knowledge-to-practice gap in terms of using the assess-
ment tools across home, respite, and clinical settings. As a field, we 
need to address these practice gaps as we also pursue scientific ef-
forts to inform pain management approaches for children with IDD. 
We are encouraged by recent work; for example, a pain assessment 
toolbox and clinical practice points specific to pain in children with 
physical disabilities were developed and disseminated,11,12 pain edu-
cation programs have been developed for caregivers and tested for 
effectiveness,13-15 and while still severely limited, studies are starting 
to emerge focused on understanding pain management approaches 
in this population.16-20

This special issue features important and diverse research span-
ning pain prevalence, assessment, and management in children with 

IDD. We are also pleased to highlight a knowledge mobilization proj-
ect focused on impacting care and the human experience.

This special issue begins with an invited narrative commentary 
where Carter and colleagues describe how they harnessed the 
power of storytelling to create awareness around pain in children 
with IDD.21 Using their multidisciplinary expertise (qualitative re-
searcher, writer, animator) and in collaboration with parents, a 
short video was created to powerfully capture and illuminate the 
lived experience of parents caring for a non-verbal child with IDD 
and chronic pain. The final product educates in a way that academic 
literature simply cannot—with profound emotion and human con-
nection. The commentary describing the creation of this product is 
informative to anyone working to create impactful knowledge mobi-
lization products that call for action to elicit change.

Next, Andersen and colleagues present the protocol for their 
large-scale international survey quantifying pain prevalence, bur-
den, and pain management practices in children with cerebral palsy 
(CP).22 In this study, mothers' and fathers' perspectives are invited as 
well as the child with CP's self-report (when able) and siblings serve 
as controls. The CPPain program, including the survey described, 
was developed in close collaboration with users, including individu-
als with CP and their families. This foundational work aims to inform 
the development of interventions to support better assessment and 
management of pain in clinical practice around the world.

As noted above, communication of pain for children with IDD 
can be a challenge. Fitzpatrick and colleagues describe how three 
children with autism spectrum disorder (ASD) with intellectual dis-
ability undertook training to use a pain scale and to request their 
preferred pain relief strategies.23 Pain communication training could 
be an important part of understanding and reducing challenging be-
haviors in children with ASD who have ongoing pain.

There has been a paucity of research studies broadly exploring pain 
treatment approaches in IDD, and even less is known about the utility 
of non-pharmacological interventions. Ostojic and colleagues report 
a mixed methods study assessing the acceptability and feasibility of 
using a biofeedback-assisted relaxation training as an intervention for 
chronic pain management in children with CP.24 This pilot study high-
lights the ways in which biofeedback—used via an iOS application—was 
feasible and beneficial as noted by both children and their parents.

To conclude the special issue, Boyer and colleagues character-
ized pain in the context of orthopedic surgery in children with CP.25 
While the intent of orthopedic surgery is to have a positive impact 
on function and pain, pain before and after surgery has rarely been 
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reported in CP. Pain prevalence and orthopedic outcomes were doc-
umented retrospectively and factors that predicted pain at 1-year 
follow-up were identified. This study emphasizes the importance of 
attending to chronic pain before surgery to improve pain and func-
tional outcomes.

These five papers, originating from around the world, report on 
innovative approaches to understanding the complexities of pain in 
children with IDD. Initiatives like the International Association for 
the Study of Pain (IASP)'s 2019 global year of pain in the most vul-
nerable as well as IASP's new Special Interest Group on Pain and 
Intellectual and Developmental Disabilities (PIDDSIG) and this cur-
rent special issue with Paediatric and Neonatal Pain are all examples 
of recent momentum to bring attention to pain and IDD. These ini-
tiatives, among others, aim to mobilize researchers and healthcare 
providers to work together and with children with IDD and their 
families to generate clinically relevant knowledge and ultimately to 
ensure that knowledge improves the lives of children with IDD.

Chantel C. Burkitt1,2

Lara M. Genik3,4,5

1Gillette Children's Specialty Healthcare, Saint Paul, Minnesota, 
USA

2Department of Educational Psychology, University of 
Minnesota, Minneapolis, Minnesota, USA

Email: cburkitt@gillettechildrens.com
3University of Guelph, Guelph, Ontario, Canada

4Vanier Children's Mental Wellness, London, Ontario, Canada
5Archways Centre for CBT, London, Ontario, Canada

ORCID
Chantel C. Burkitt   https://orcid.org/0000-0002-1250-181X 
Lara M. Genik   https://orcid.org/0000-0002-4337-2926 

R E FE R E N C E S
	 1.	 Rubin I, Crocker A. Developmental Disabilities: Delivery of Medical 

Care for Children and Adults. Lea & Febiger; 1989.
	 2.	 Oberlander TF, Symons F. The problem of pain in developmental 

disability. In: Oberlander TF, Symons F, eds. Pain in Developmental 
Disabilities. Paul H. Brookes Publishing Co., Inc.; 2006.

	 3.	 Defrin R, Benromano T, Pick CG. Specific behavioral responses 
rather than autonomic responses can indicate and quantify acute 
pain among individuals with intellectual and developmental disabil-
ities. Brain Sci. 2021;11(2):253.

	 4.	 Benromano T, Pick CG, Granovsky Y, Defrin R. Increased evoked 
potentials and behavioral indices in response to pain among indi-
viduals with intellectual disability. Pain Med. 2017;18(9):1715-1730.

	 5.	 Boulet SL, Boyle CA, Schieve LA. Health care use and health and 
functional impact of developmental disabilities among US children, 
1997–2005. Arch Pediatr Adolesc Med. 2009;163(1):19-26.

	 6.	 Breau LM, Camfield CS, McGrath PJ, Finley GA. The incidence of 
pain in children with severe cognitive impairments. Arch Pediatr 
Adolesc Med. 2003;157(12):1219-1226.

	 7.	 Ramstad K, Jahnsen R, Skjeldal OH, Diseth TH. Characteristics of 
recurrent musculoskeletal pain in children with cerebral palsy aged 
8 to 18 years. Dev Med Child Neurol. 2011;53(11):1013-1018.

	 8.	 Barney CC, Andersen RD, Defrin R, Genik LM, McGuire BE, 
Symons FJ. Challenges in pain assessment and management among 

individuals with intellectual and developmental disabilities. Pain 
Rep. 2020;5(4):e821.

	 9.	 Breau LM, MacLaren J, McGrath PJ, Camfield CS, Finley GA. 
Caregivers' beliefs regarding pain in children with cognitive impair-
ment: relation between pain sensation and reaction increases with 
severity of impairment. Clin J Pain. 2003;19(6):335-344.

	10.	 Prkachin KM, Berzins S, Mercer SR. Encoding and decoding of pain 
expressions: a judgement study. Pain. 1994;58(2):253-259.

	11.	 Provvidenza C, Townley A, Gresley-Jones T, Hoffman A, Mankad 
D, Kingsnorth S. Chronic Pain Assessment Toolbox for Children With 
Disabilities: Section 2.0: Clinical Practice Points. Holland Bloorview 
Kids Rehabilitation Hospital; 2014.

	12.	 Kingsnorth S, Townley A, Provvidenza C, et al. Chronic Pain 
Assessment Toolbox for Children With Disabilities: Section 3.0: Chronic 
Pain Assessment Tools. Holland Bloorview Kids Rehabilitation 
Hospital; 2014.

	13.	 Genik LM, Aerts EL, Barata PC, et al. A randomized controlled 
trial evaluating a pain assessment and management program for 
respite workers supporting children with disabilities part one: 
pain-related knowledge and perceptions. Am J Intellect Dev Disabil. 
2021;126(4):271-288.

	14.	 Genik LM, Aerts EL, Nauman H, Barney CC, Lewis SP, McMurtry 
CM. A randomized controlled trial evaluating a pain training for 
respite workers supporting children with disabilities part two: 
training evaluations and the impact of training on knowledge appli-
cation. Am J Intellect Dev Disabil. 2021;126(4):289-306.

	15.	 Kim J, Gray JA. Effect of online palliative care training on knowl-
edge and self-efficacy of direct care workers. Intellect Dev Disabil. 
2021;59(5):392-404.

	16.	 Raiter AM, Burkitt CC, Merbler A, Lykken L, Symons FJ. Caregiver-
reported pain management practices for individuals with cerebral 
palsy. Arch Rehabil Res Clin Transl. 2021;3(1):100105.

	17.	 Pascolo P, Peri F, Montico M, et al. Needle-related pain and dis-
tress management during needle-related procedures in chil-
dren with and without intellectual disability. Eur J Pediatr. 
2018;177(12):1753-1760.

	18.	 Kennedy S, O'Higgins S, Sarma K, Willig C, McGuire BE. Evaluation 
of a group based cognitive behavioural therapy programme for 
menstrual pain management in young women with intellectual dis-
abilities: protocol for a mixed methods controlled clinical trial. BMC 
Womens Health. 2014;14:107.

	19.	 Siden HB, Carleton BC, Oberlander TF. Physician variabil-
ity in treating pain and irritability of unknown origin in chil-
dren with severe neurological impairment. Pain Res Manag. 
2013;18(5):243-248.

	20.	 Schreiber S, Cozzi G, Rutigliano R, et al. Analgesia by cooling vi-
bration during venipuncture in children with cognitive impairment. 
Acta Paediatr. 2016;105(1):e12-e16.

	21.	 Carter B, Young R, Munro J. “Communicating lily's pain”: a reflec-
tive narrative commentary about co-creating a resource to provoke 
thinking and change about assessing and managing the pain of chil-
dren with profound cognitive impairment. Paediatr Neonat Pain. 
2022;4(1):3-10.

	22.	 Andersen RD, Genik LM, Alriksson-Schmidt A, et al. Pain burden 
in children with cerebral palsy (CPPain) survey: study protocol. 
Paediatr Neonat Pain. 2022;4(1):11-21.

	23.	 Fitzpatrick R, McGuire B, Lydon H. Improving pain-related commu-
nication in children with autism spectrum disorder and intellectual 
disability. Paediatr Neonat Pain. 2022;4(1):22-32.

	24.	 Ostojic K, Sharp N, Paget S, Khut G, BrightHearts MA. A pilot study 
of biofeedback assisted relaxation training for the management of 
chronic pain in children with cerebral palsy. Paediatr Neonat Pain. 
2021;4(1):33-42.

	25.	 Boyer ER, Novaczyk ZB, Novacheck TF, Symons FJ, Burkitt CC. 
Presence and predictors of pain after orthopedic surgery and asso-
ciated orthopedic outcomes in children with cerebral palsy. Paediatr 
Neonat Pain. 2022;4(1):43-51.

mailto:﻿
https://orcid.org/0000-0002-1250-181X
https://orcid.org/0000-0002-4337-2926
https://orcid.org/0000-0002-1250-181X
https://orcid.org/0000-0002-1250-181X
https://orcid.org/0000-0002-4337-2926
https://orcid.org/0000-0002-4337-2926

