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TERMS OF REFERENCE 
 

Consultancy to produce a literature review and working paper exploring critical issues in  
‘The Ethical Involvement of Children with Disabilities in Evidence Generation’ 

Research Facilitation & Knowledge Management Unit 
 
1. Background 
 
UNICEF’s Office of Research-Innocenti (Innocenti) has become a globally recognized leader in addressing critical 
issues in ethics in evidence generation involving children. Part of this process has involved producing and 
disseminating resources pertaining to ethical considerations within evidence generation involving particular 
technologies, child cohorts and contexts.  
 
In the creation of the Ethical Research Involving Children Compendium (2013), UNICEF Innocenti, established itself 
as a key global player in supporting and developing products to encourage ethical research involving children. 
However, while this resource was a seminal piece of work in this area, contemporary environments, and 
particularly those of children are changing rapidly. As noted in Berman et al., (2016)  
 
‘ In much of the world, children’s lives have changed dramatically over the last generation. New risks have emerged 
or expanded (e.g. conflict, natural disasters, climate change, or HIV/AIDS) but tremendous advances have also 
been made (e.g. in child survival, in reducing hunger, or in expanding access to education). Other transformations 
could be argued to have brought both positive and negative changes in the vast array of factors shaping children’s 
lives (e.g. the emergence and pervasiveness of the Internet and the rise of globalization)’1.  
 
Within these contexts, UNICEF needs to continue to gather significant data and undertake research to better 
understand children’s lives. It also concurrently needs to lead in the interrogation and understanding of the ethical 
implications and potential strategies for addressing the myriad of ethical issues relating to the diverse cohorts, 
technological advances and the complex contexts within which research with children is being undertaken.  
 
2. Rationale 
 
A significant body of literature has emerged in relation to Ethical Research Involving Children in the past decade 
(Alderson and Morrow, 2004; 2011; Child Protection Monitoring and Evaluation Reference Group (CP MERG), 
2012; Graham et al., 2013). There is however, a dearth of research on ethical research involving children in 
particular circumstances, for particular cohorts or utilizing particular technologies. This gap in knowledge has 
significant implications for research involving children that is undertaken or commissioned by multi-lateral 
agencies, NGOs and academia.  

                                                      
1 Berman, G., Hart, J., O’Mathúna, D., Mattellone, E., Potts, A., O’Kane, C., Shusterman, J., and Tanner, T . (2016). What We Know about 
Ethical Research Involving Children in Humanitarian Settings: An overview of principles, the literature and case studies, Innocenti 
Working Paper No. 2016-18, UNICEF Office of Research, Florence, p.11.  
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As the global leader in child focused programming and advocacy, organizations globally are likely to look to UNICEF 
to be at the forefront of contemporary thinking in relation to ethical evidence generation involving diverse 
populations of children within their diverse contexts and utilizing the latest technologies.   
 
While there are a number of guidance documents2,3,4  and there is a growing literature pertaining to research 
involving persons with disabilities5,6,7,8  there is very little guidance nor literature reflecting on the ethical issues 
at the intersection of disability and childhood9. The need for research that directly engages with the experience 
of children with disabilities is therefore critical. As noted by Perrin (2002), children and adolescents with long-
term disabilities, may frequently be excluded from research because of ‘concerns about risks and the special 
problems in studying this population’10. He further notes that children with disabilities differ from adults due to 
their epidemiology, the dynamic nature of children's development and their almost universal dependence on 
adults for care. This difference and the complexities of undertaking research with this cohort may frequently lead 
to their exclusion. It is therefore essential that research involving these children is undertaken, and that this is 
done ethically.  
 
Further, there appears to be limited guidance relating to ethically engaging these children in research within 
developing country contexts. It is widely acknowledged that there is a ‘large body of empirical evidence that shows 
that people with disabilities experience comparatively lower educational attainment, lower employment, worse 
standards of living, higher poverty, and poorer health outcomes than their nondisabled counterparts’11. Under 
these circumstances the need to bring to the fore the voices of these children is critical and the need to understand 
how to undertake ethical research with this cohort is even more pressing.  
 
3. Objective(s) 
 
In reading and engaging with the materials produced and through participation in the activities proposed in this 
consultancy (ie webinars), researchers, data collectors and research managers including UNICEF staff, should have 

                                                      
2 National Disability Authority (2009) Ethical Guidance for Research with People with Disabilities, NDA, Dublin, Available at, 
http://nda.ie/nda-files/Ethical-Guidance-for-Research-with-People-with-Disabilities.pdf 
3 Department of Disability Studies (NP) Ethical Guidelines for Carrying Out Research with Disabled People, Faculty for Social Wellbeing, 

University of Malta, Malta, available at; 

https://www.um.edu.mt/__data/assets/pdf_file/0003/276015/DisabilityResearchEthicsGuidelines.pdf. 
4 Farmer and Macleod (2011) Involving Disabled People in Social Research, Office of Disabilities Issues, London, August.   
5 Bryen, D., (2016) Ethical Issues in Conducting Research Involving Persons with Disability: A View from the Past and Some New 

Challenges, Humanities and Social Sciences, Vol. 4, Issue 2-1, April 2016, pp. 53-59  
6 Carlson, L., (2013) Research Ethics and Intellectual Disability: Broadening the Debates, Yale Journal of Biology and  Medicine, 86(3): 
303–314..  
7 Mietola, R., Miettinen, S. and S. Vehmas (2017) Voiceless subjects? Research ethics and persons with profound intellectual disabilities, 
International Journal of Social Research Methodology, 20:3, 263-274, 
8 Boxall, K., and S. Ralph (2009) Research ethics and the use of visual images in research with people with intellectual disability, Journal of 
Intellectual and Developmental disability, 34(1), pp. 45-54 
9 A noteable exception is Fry, D.,  Lannen, P., Vanderminden, J., Cannon, A., and T. Casey (2017) Child Protection and Disability: 
Methodological and Practical Challenges for Research, Dunedin Academic Press, Edinburgh.   

10 Perrin, J. (2002) Health Services Research for Children with Disabilities, The Milbank Quarterly, 80(2), p.303. 

11 Durham, J. Bolan, C., and B. Mukandi (2014) The Convention on the Rights of Persons With Disabilities: A Foundation for Ethical 
Disability and Health Research in Developing Countries, American Journal of Public Health, 104(11) pp. 2037–2043. 

http://nda.ie/nda-files/Ethical-Guidance-for-Research-with-People-with-Disabilities.pdf
https://www.um.edu.mt/__data/assets/pdf_file/0003/276015/DisabilityResearchEthicsGuidelines.pdf
http://www.sciencepublishinggroup.com/journal/index?journalid=208
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3767215/
https://www.google.it/search?tbo=p&tbm=bks&q=inauthor:%22Deborah+Fry%22
https://www.google.it/search?tbo=p&tbm=bks&q=inauthor:%22Patricia+Lannen%22
https://www.google.it/search?tbo=p&tbm=bks&q=inauthor:%22Jennifer+Vanderminden%22
https://www.google.it/search?tbo=p&tbm=bks&q=inauthor:%22Audrey+Cannon%22
https://www.google.it/search?tbo=p&tbm=bks&q=inauthor:%22Tabitha+Casey%22
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a sound understanding of the key ethical issues involved in engaging children with disabilities in research or 
evidence generation (includes evaluations and data collection and analysis).  
 
While recognising the complexity of defining ‘children with disabilities’ and the relevance for research outcomes12, 
the paper will not explore in any depth contested definitions of disability beyond clarification of the specific cohort 
upon which the paper will be focussed. For the purposes of this consultancy, the definition of disability to be 
adopted will be consistent with the Convention on the Rights of Persons with Disabilities, namely; 
 
“Persons with disabilities include those who have long-term physical, mental, intellectual or sensory impairments 
which in interaction with various barriers may hinder their full and effective participation in society on an equal 
basis with others” 
 
Further, explicit consideration of the basic requirements to achieve quality child participation should be reflected 
in the document. These nine requirements, which are elaborated in the CRC General Comment No.12, the Child’s 
Right to be Heard, have particular salience for ethical engagement of children in evidence generation.30 Further, 
while they apply to the participation of all children, particular care is necessary to ensure that they are respected 
appropriately for children with disabilities13. It is therefore anticipated that this research will explicitly reflect on 
these requirements, acknowledging their relevance and application within ethical evidence generation involving 
children with disabilities.  
 
With this framework in mind, the paper should facilitate researchers, evaluators and data collectors as well as 
those involved in commissioning research to understand and develop ethical evidence generation programmes 
that include appropriate and considered protection protocols and mitigation strategies for engaging children with 
disabilities.   
 
4. Methodology 
 
This work primarily entails the development of a literature review focussing on research ethics and data collection 
involving children with disabilities. It is also anticipated that, wherever possible, research should be highlighted 
relating to contexts where, due to stigma and resources constraints, there may be additional ethical challenges 
related to the environment and to local relevant cultural, social and economic norms. The proposed work should 
clearly identify a search strategy that includes academic research, grey literature, as well as reports and 
unpublished studies by international and national think tanks, NGOs and other relevant organizations that 
examine the topic.  
 
The literature review will be complemented by the development of illustrative UNICEF case studies in consultation 
with staff. 
 
The review should, at minimum include a literature review based on English language publications. However, 
literature reviews that include publications in other languages are encouraged.  

                                                      
12 Lars Grönvik (2009) Defining disability: effects of disability concepts on research outcomes, International Journal of Social Research 

Methodology, 12:1, 1-18. 
13 UNICEF (2013) Take Us Seriously! Engaging Children with Disabilities in Decisions Affecting their Lives, UNICEF, NY, available at; 
https://unicef.sharepoint.com/teams/PD/PD%20Library/Take%20Us%20Seriously.pdf 

https://unicef.sharepoint.com/teams/PD/PD%20Library/Take%20Us%20Seriously.pdf
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5. Outputs/Deliverables 
 
It is anticipated that the successful tender will produce:  
 

1. A working paper of critical ethical issues in undertaking research involving children with “long-term 
physical, mental, intellectual or sensory impairments. The review will; 

• Identify risks and benefits of undertaking research involving children with disabilities;  

• Ethical issues and possible mitigation strategies (approx. 30-40 pages). 
  

The review will be complemented by and include, at minimum, five – seven illustrative case studies that 
provide (a) an example of an ethical research project involving children with disabilities that had clear benefits 
to the children involved (b) an example of a research project involving children with disabilities where clear 
risks were evidenced (c) A checklist to inform a risk mitigation strategy to address an ethical issue that arose 
and or/could have arisen in a research project involving children with disabilities. The choice of case studies 
should, at minimum include one of each of the above. 
 
2. A simple, clear and accessible summary piece/brief noting key ethical issues for consideration and 

potential mitigation strategies throughout the research cycle. This summary piece should be tailored to 
practitioners and field staff who don’t have time to read the full paper but want to have a quick reference 
for their practice (not more than 2 pages). This summary should also include a checklist of key questions 
to consider when wanting to ethically involve children with disabilities in research or data collection 
process (approximately 2-4 pages).  
 

The above reports will be made available in DAISY14 format and as an E-Pub. 
 

3. 2 x global webinars discussing the findings of the study 
 

6. Timeline for deliverables 
 

Output Deadline (latest) 

Call for proposals 10 August 2018 

Proposals Due 24 August 2018 

Successful Candidate Contracted 14 September 2018 

Discussion with Project Advisory Group (virtual) 21 September 2018 

First Draft produced 19 October 2018 

Review of first draft (including virtual meeting 
with advisory group if necessary) 

2 November 2018 

Second draft produced 16 November 2018 

Review of second draft (including feedback from 
advisory group if necessary) 

30 November 2018 

                                                      
14 Digital Accessible Information System is a technical standard for digital audiobooks, periodicals and computerized text. DAISY is designed 
to be a complete audio substitute for print material and is specifically designed for use by people with "print disabilities", including 
blindness, impaired vision, and dyslexia 

https://en.wikipedia.org/wiki/Technical_standard
https://en.wikipedia.org/wiki/Audiobook
https://en.wikipedia.org/wiki/Periodicals
https://en.wikipedia.org/wiki/Blindness
https://en.wikipedia.org/wiki/Dyslexia
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Output Deadline (latest) 

Final draft and summary due  14 December 2018 

2 global webinars discussing the findings of the 
study  

January 2019 

Presentation of the findings at one academic, 
practitioner conference. 

March 2019 

 
7. Composition, Time Commitment and Competencies/Qualifications of Successful Contractor 
 
Requirements for the contracted individuals or team: 
 

1. The Research team should all hold advanced university degrees in the Social Sciences, Public Health, or 
related disciplines, preferable with a PhD.  

2. An expert with a minimum of 10 years of established research credibility in child disability studies, 
preferably in low and middle-income countries.  

3. Expertise in at least one of the following disciplines: Social Sciences (e.g. anthropology, sociology, 
psychology, gender studies), Economics, Public Health. 

4. Excellent communication skills with fluency in English. 
5. Strong English report writing skills and a track record of producing high quality reports targeted at 

practitioner and academics audiences. 
6. Strong publication record on disability / children (preferably both), research ethics (at least one team 

member). 
7. Full access to key international research databases such as PubMed/Medline, PsycINFO (EBSCOhost), 

CINAHL-ebsco, ERIC, EmBase Social Work Abstracts and SocIndex, Scopus, and to grey literature 
databases. 

8. Fluency in English is required, literacy in other UN languages preferred.  
 
8. Roles and responsibilities of the contractor 
 
The contractor is responsible for meeting all deliverables outlined in section 5 on time. All work must be original 
and follow the highest academic standards for referencing and citation. Under no circumstances can the 
contractor engage in plagiarism or breaches of copyright law. References should be inserted as footnotes and 
follow formatting instructions outlined in the UNICEF Style Book.  
 
The contractor must ensure that all information is factually correct and supported by its references (i.e. the 
contractor should fact check all cited facts). The contractor must also ensure that all hyperlinks are active and 
accurate and the papers are edited to a professional standard. 
 
The contractor must meet all deliverable deadlines unless otherwise agreed with UNICEF. Should the contractor 
not be able to meet a particular deadline they must advise UNICEF in writing at least two weeks in advance.  
 
The contractor must respond to all requests made by UNICEF during the drafting process and ensure that all work 
is of a high standard. 
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9. Delivery Method 
 
Offsite 
 
10. Duration of the consultancy 
 
The consultancy begins on 14 September 2018 and will conclude on 29 March 2019 and will follow the timeline 
outlined in section 6 and the working days as outlined in the contractor’s approved response to this call. Some 
limited flexibility within the timeline is permissible.  This 6-month period accounts for days that will be required 
by UNICEF and the project advisory group to review, comment and approve the draft paper and the final report 
and brief. 
 
11. Supervision and work arrangements 
 
The assignment will be supervised by the Chief of Knowledge Management (Research), the Senior Advisor - 
Children with Disabilities, and the Senior Adviser, Statistics (Child Protection and Development). The contractor 
will be required to respond to all questions and suggestions made by the consultancy supervisor and advisory 
group. The contractor is to direct all queries, ideas, drafts and other deliverables to Kerry Albright, Chief of 
Research Facilitation and Knowledge Management at Office of Research-Innocenti, who will share them with 
relevant stakeholders and provide feedback to the contractor. 
 
The contractor may choose when they work as long as all deliverables are delivered on time. The contractor will 
work from its own location and team members are not expected to visit the Office of Research – Innocenti in 
Florence, Italy. All submissions will be made electronically unless other means are needed (e.g. voluminous 
documents, technical problems). Communication with the Office of Research – Innocenti is to take place over 
email, the phone or Skype.  
 
12. Payment Schedule 

 
 

 Date Product or deliverable 

Invoice 1 25 September 2018 A satisfactory draft of the paper 

Invoice 3 30 November 2018 A satisfactory final paper and summary  

Invoice 4 15 December Completion of 2 webinars 

Invoice 5  28 February 2019 Presentation of paper 

 
 

The invoices for should be made out to: Kerry Albright, Chief, Research Facilitation and Knowledge Management,  
UNICEF Office of Research, Innocenti - Piazza SS Annunziata, 12 - 50122 Florence, Italy; Ph: +39 055 20 33 348 
 
The invoices should be submitted via email to kalbright@unicef.org    
 
 
 
 

mailto:kalbright@unicef.org
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13. Special instructions 
 
The contractor is to deliver all deliverables electronically, via email to Kerry Albright, Chief, Research Facilitation 
and Knowledge Management at kalbright@unicef.org. The contractor is to participate in teleconferences as 
necessary.  No budget will be allocated to the contractor for telephone calls or internet usage. However, the Office 
of Research – Innocenti will initiate telephone calls and teleconferences/webinars whenever possible. 
 
 

mailto:x@unicef.org

