
Information needs
These questions are to help us understand what you would like to know about cancer in A-T.

Please answer the following questions. Tick the box like this  using a pen to indicate your
answer. If you change your mind, cross out your old response and tick the intended box.

Regarding the risks of cancer in people with A-T, what is your preference for
information in the following areas? (Please tick one box in each line)

I absolutely need
to know this
information

I would like to have
this information

I do not want this
information

Which types of cancer
are the most common

in A-T?
  

What age does cancer
most commonly
develop in A-T?

  

What is the likelihood of
someone with A-T

getting cancer?
  

Why is cancer more
common in people with

A-T than in those
without A-T?

  

Are there any other areas relating to cancer risk in A-T that you would like to know about?
(Please write below)

A questionnaire to find out the cancer information needs and research
priorities of individuals and families affected by Ataxia-Telangiectasia

Thank you for agreeing to take part in our study which will help us to determine
what individuals and families affected by Ataxia-Telangiectasia (A-T) would like to
know about cancer, and what they would like cancer research to focus on.

The questionnaire is split into 4 sections, and should take 10-15 minutes to
complete. Instructions can be found at the beginning of each section.

Please only complete the questionnaire if you are aged 16 or older.

Please do not write your name on the questionnaire.



Regarding the treatment of cancer in people with A-T, what is your preference for
information in the following areas? (Please tick one box in each line)

I absolutely need
to know this
information

I would like to have
this information

I do not want this
information

What are all of the
possible treatments?   

How do the treatments
work?   

What are the possible
side effects of

treatment?
  

What is the likelihood of
side effects?   

What can be done
about side effects?   

Why is cancer
treatment different in

people with A-T to
those without?

  

Are there any other areas relating to cancer treatments and their side effects in A-T that you
would like to know about? (Please write below)

Regarding the outcomes of cancer in people with A-T, what is your preference for
information in the following areas? (Please tick one box in each line)

I absolutely need
to know this
information

I would like to have
this information

I do not want this
information

What is the likelihood of
cancer cure?   

How long do people
with A-T who get

cancer usually live for?
  

Why are cancer
outcomes different in

people with A-T to
those without A-T?

  

Are there any other areas relating to cancer outcomes in A-T that you would like to know
about? (Please write below)



Research priorities
The following questions are to help us understand what your cancer research priorities are in
A-T.

6 research themes are explained below. Please rank the research themes in order of
importance where 1 is of most importance and 6 is of least importance:

Cancer biology- Researching, for example, why cancer is common in A-T, which mutations
cause cancer in A-T, and why cancer in A-T is so difficult to treat

Risk of cancer- Identifying which people with A-T are most likely to get cancer

Cancer treatment- Researching new treatment strategies that might increase the number of
people with A-T cured of cancer

Personalised treatment- Identifying which A-T individuals are most likely to successfully
respond to cancer treatments, and have few side effects

Managing treatment side effects- Researching what can be done to decrease the side
effects of treatment, which often limit how much therapy can be given

Second cancers- Researching the effect that cancer treatment has on developing additional
cancers in the future

Please rank the bold themes in order of importance:

1 (Most important)

2

3

4

5

6 (Least important)

Are there any other topics relating to cancer in A-T that are a research priority to you?
(Please write below)



Research methods
These questions are to help us understand what your opinions are on different research
methods.

Please answer the following questions. Tick the box like this  using a pen to indicate your
answer. If you change your mind, cross out your old response and tick the intended box.

Tumour banking- This is the storage of tumours samples so that research can be
performed on them in the future.

What is your opinion on tumour banking of A-T cancers? (Please tick one box)

Completely
support Support Neutral Object Completely

object

    

Genetic sequencing of A-T cancers- This involves reading the DNA patterns of cancer
samples so that we can research what DNA changes occur in tumours.

What is your opinion on genetic sequencing of A-T cancers? (Please tick one box)

Completely
support Support Neutral Object Completely

object

    

Genetic sequencing of people with A-T- This involves reading the DNA patterns of healthy
cells in someone with A-T so that we can research how this DNA is different to tumour DNA.

What is your opinion on genetic sequencing of people with A-T? (Please tick one box)

Completely
support Support Neutral Object Completely

object

    

International data-sharing- As A-T is a very rare disease, international data-sharing would
involve combining data on A-T tumours in the UK with other countries’ data to make
research easier.

What is your opinion on international data-sharing? (Please tick one box)

Completely
support Support Neutral Object Completely

object

    



Using historic samples from hospitals- Not all families were asked about tumour banking
at the time their family member was diagnosed with cancer.  As these tumour specimens are
so rare, some people believe it appropriate to use them for research without going back to
families to seek their approval.  The aim of this approach is to avoid families being contacted
by an unknown research team to discuss a family member who may not have survived their
cancer.  However, we would like to know your perspective on this to help inform a UK
approach to this difficult issue.

What is your opinion on using historic samples from hospitals? (Please tick one box)

Completely
support Support Neutral Object Completely

object

    

Participation in early phase clinical trials- These are early studies into new medicines
which may or may not be effective in the treatment of cancer in A-T.

What is your opinion on the participation of yourself or your family member who has A-T in
early phase clinical trials? (Please tick one box)

Completely
support Support Neutral Object Completely

object

    

About you
I am…

An individual with A-T 

A parent of someone with A-T 

A grandparent of someone with A-T 

A sibling of someone with A-T 

An aunt/uncle of someone with A-T 

Other  Please specify:______________________

What gender do you identify as?

Male  Female  Prefer not to say 

How old are you?

16-24 years  55-64 years 

25-34 years  65-74 years 

35-44 years  75 years or older 

45-54 years 

Have you ever been diagnosed with cancer?

Yes  Please specify which type of cancer: ______________________

No 



Thank you
Thank you for taking the time to complete our questionnaire. Your answers will help us to
achieve our aims of:

1. Finding out the cancer research priorities of those affected by A-T
2. Finding out the opinions of those affected by A-T on different research techniques
3. Finding out what information those affected by A-T want to know about cancer

If you would like to know more about the results of the study, or if this study has raised any
personal concerns, you can contact the research team by e-mailing Simon Bomken at
s.n.bomken@ncl.ac.uk. Additional support is also available through the A-T Society
(http://www.atsociety.org.uk/contact-us).

To access current patient information leaflets about cancer in A-T, or to learn more about
current research, please visit: http://www.atsociety.org.uk

Thank you for your participation.

This study was approved by the Faculty of Medical Sciences Research Ethics Committee,
part of Newcastle University's Research Ethics Committee. This committee contains
members who are internal to the Faculty, as well as one external member. This study was
reviewed by members of the committee, who must provide impartial advice and avoid
significant conflicts of interests.


