
 Evaluating the Quality of Education, Health and Care Plan outcomes for primary 

school students with Down syndrome in England 

Parent Information Letter 

Are primary school students with Down syndrome receiving high quality, functional and relevant 

education outcomes in their Education, Health and Care (EHC) plan? If your primary school child 

receives education services stipulated by the EHC plan, their most recent EHCP can help answer 

this question and guide further outcome development. This research project aims to evaluate the 

quality of (EHC) plan outcomes for primary school students with Down syndrome in England who 

are enrolled in both mainstream and special schools. This letter provides information about the goals 

of the project and what participation in the project will mean for you.  

What is this project about?  

It has been more than six years since the introduction of the Education, Health and Care Plan 

(EHCP) in England, which intends to detail a holistic view of children with special educational needs 

and disabilities, their strengths, areas of need and goals to guide service providers in enabling the 

student to reach their greatest potential. Since its’ introduction, an evaluation of the quality of 

education outcomes for students with Down syndrome has yet to be completed. Students with Down 

syndrome have unique strengths, gifts and needs and should receive high quality outcomes in order 

to provide them with the best opportunities for success. This research study, Evaluating the Quality 

of Education, Health and Care Plan outcomes for primary school students with Down syndrome in 

England is a Master’s thesis project. The project aims to evaluate the EHCP education outcomes of 

students with Down syndrome; specifically to examine to what extent they meet the SMART 

(specific, measurable, achievable, realistic and time-bound) standards of quality as defined by 

McWilliam’s Goal Functionality Scale III (2009). This evaluation will shed light on the overall quality, 

strengths and weaknesses of EHCP outcomes and can be used to guide and inform policy 

guidelines, outcome planning and writing tools for educators and professionals responsible for 

writing, implementing and assessing students according to their EHCP outcomes. It is hoped that 

the results from this study will also be included in a future international study comparing the quality 

of education outcomes for students with Down syndrome from a range of different countries.  
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Who is responsible for the research project?  

This is a Master’s Thesis project completed by Camilla Brooks. Camilla is completing her Master’s in 

International Special Needs Education at the University of Oslo (UiO), Norway. Project supervisors 

are Professor Kari-Anne Bottegaard Næss from the University of Oslo, Norway and Dr Kelly 

Burgoyne from The University of Manchester, UK (UM).  

Why are you asked to participate?  

As this project aims to discover gaps in educational outcomes for at least fifty English primary school 

students (from Key Stage 1 & 2) with Down syndrome; your child must fit these inclusion criteria; (a) 

age between 5 and 12, (b) diagnosis of Down syndrome, (c) attending primary school in England 

(mainstream or special school); (d) have an EHCP. If your child fits these parameters, I am hoping 

to systematically examine their most recent ECHP in order to evaluate quality of their outcomes and 

provide further evidence to the importance of high-quality outcomes in regard to student success.   

What does it mean for you to participate?  

Should you choose to participate in this project, you will be asked to send a copy of your child’s 

EHCP. Information regarding their gender, school setting and age will be linked to outcome data to 

compare the connection between, however, their personal information will be anonymized in 

accordance with Norwegian privacy standards and educational outcomes will then be coded, 

analyzed and evaluated using McWilliam’s Goal Functionality Scale as detailed above in ‘What is 

this project about’. Information necessary for the research is found in the following sections of the 

EHCP (a) general information (age, gender, grade, school type, local authority); (b) Section B: a 

summary of the child/young person’s special educational needs; (c) Section E: A description of the 

outcomes identified.  

It is voluntary to participate 

It is voluntary to participate in this project. If you choose to participate, you can at any time withdraw 

consent without giving a reason. All of your data will then be deleted. There will be no negative 

consequences for you if you do not want to participate or later choose to withdraw consent. If you 

choose not to participate you need not do anything further. 
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Your privacy – how your information will be used and stored 

We will only use the information from your student’s EHCP for the purposes we have described in 

this letter. We treat information with confidentiality and in accordance with related policy. Those 

involved with this project and who will have access to the EHCP include the authorized parties; 

Master’s student Camilla Brooks, Supervisor Kari-Anne Bottegaard Næss (UiO), Supervisor Kelly 

Burgoyne (UM) and an independent rater from the respective institutions who will code and evaluate 

10% of the objectives in order to ensure objectivity and rigor in the rating of outcomes. Your 

student’s EHCP will be stored securely and electronically according to the University of Oslo and 

Norwegian national guidelines as stipulated by The ICT infrastructure company for Norwegian 

research and Education. In compliance with strict Norwegian privacy regulations, your student’s 

ECHP will be stored and accessed securely through the platform TSD: Service for Sensitive Data. 

Participants will not be recognizable in the publication and no sensitive personal information will be 

published.  

What happens to the information when we finish the research project?  

The information will be anonymized and archived upon completion of the project via the secure 

electronic platform TSD. It is hoped that the results from the study will be used in a future 

international comparison looking at the quality of educational outcomes for children with Down 

syndrome across various nations, however, all personal information will be anonymized and there 

will be no link between individual student information and their data.  

Your rights 

As long as your student can be identified in the analysis, you have the right to:  

- access any personal information registered about your student and to receive a copy of the 

information,  

- to have personal information about your student corrected,  

- to have personal information deleted about your student, and  

- to send a complaint to the Data Inspectorate about the processing of your personal data.  

Have you given us the right to treat your personal information?  
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We process information about your student based on your consent.  

On behalf of the University of Oslo, NSD – Norwegian Center for Research Data AS has assessed 

that the processing of personal data in this project is in accordance with the privacy regulations.  

Where can I find out more?  

If you have questions about the study or want to exercise your rights, please contact:  

- Master’s Student 

o Camilla Brooks 

o By email: camiljb@student.uv.uio.no 

o By phone: +47-980-93-516 

- University of Oslo Supervisor 

o Kari-Anne Bottegaard Næss 

o By email: k.a.b.nass@isp.uio.no  

- Collaborating University of Manchester Supervisor 

o Kelly Burgoyne 

o By email: kelly.burgoyne@manchester.ac.uk  

- University of Oslo Privacy representative 

o behandlingsanvarlig@uio.no  

If you have questions related to NSD’s assessment of the project, you can contact:  

- NSD – Norwegian Center for Research Data AS  

- By email: personverntjenester@nsd.no 

- By phone: +47-555-82117  

 

With best regards,  

Camilla Brooks (UiO) / Kari-Anne Bottegaard Næss (UiO) / Kelly Burgoyne (UM)  
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