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1.1 Background 

1.2 About the research 

1.2.1 Aims of this research 
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decisions 
who is involved questions
information needs

online information

key barriers and challenges

Preferences and views

experiences of making decisions and seeking information

information needs 

employment

would have wanted to know

online information

1.2.2 The research design 
Strand one: depth interviews with individuals who had learnt their family member 
would need support or increased support in the past year 

Sample 
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Table 2.1: Depth interviews sample2 
Quota Subgroup No. of interviews 

 

Strand two: focus groups with people who had been providing care for longer than one 
year 

Sample 

Table 2.2: Focus Group sample 
Group Age Gender Relationship to 

care recipient 
Care recipient  
condition 

Employment 
status at time of 
research 



 

5 

Official-Sensitive 

Official-Sensitive 

North West 

South West 

London 

East 
Midlands 

1.2.3 Conduct of the research 

1.2.4 Analytical approach 

1.2.5 Interpreting the findings in this report 
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2.1 The Caring Journey

Figure 2.1: The caring journey

1. Identification of need

2. Initiation of care

3. Managing 
4. Stress

5. Crisis 

6. Receiving support 
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You just feel like you’re a family member who is looking after someone, so at what 
point do you realise you’re a carer… if there was just a way of knowing that the 

support are there that bit earlier, to help give your life more balance
Female, North West Focus Group 

2.2 Initiation of caring activities 

Case Study
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"No, no, no, there was no choice to be made - it's my mother. Period.”

Male, 60, London

2.2.1 Themes affecting the initiation of caring activities 

Relationship 

“I’d expect that [to provide care], it’s no problem at all.” 

Male, 63, York 

Personality 

Family dynamics and location
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Focusing on the present 

Professional care

“The other thing I looked into was finding a carer….  You can find somebody 
that’s lovely and trustworthy, but there are some horror stories about people 

that could steal from them, could be nasty.  You see these things on TV 
sometimes.  That scared me.  I’d rather I do it and know that he’s [father] 

okay.” 

Female, 58, London

2.3 Decision making at the start of the caring 
journey 

Work and care 

Financial implications 

Case Study
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External support to help with care needs

"I'm always on the back burner... I never spend any money on myself and never look 
nice.”

Female, 49, York 

Effect of the speed of progression of care needs  

“I feel frustrated. Because she lives close to me, I’m the default carer, seven days a 
week. There wasn’t a proper discussion about sharing the load.”

Male, 52, Nottingham 
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2.3.1 Themes affecting the use of professional care  

Lack of awareness 

 

Perceived need 

 

Attitudes towards professional care 

 
“She’s my wife…what are you supposed to do, put her in a care home!?”

Male, East Midlands Focus Group  

My mum wouldn’t have it [professional care]…she’s too proud
Male, 60, London 

Perceived ability to meet needs

“We had carers coming in when I was still working. As my mum is in a 
wheelchair she needed her meals bringing to her, and then the carers 
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wouldn’t turn up or couldn’t make it on time – she has Type 2 diabetes, 
so she needs meals on time. You need reliable services to make it 

possible to work.”  

Female, London Focus Group 
"Without the carers coming in twice a day, either my wife or I wouldn't 

be able to work... it allows us to keep a bit of normality about our 
routine." 

Male, 55, Nottingham 
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2.4 How people felt about combining work and 
care in the early stages of the journey

Figure 2.2: Themes that influenced how participants felt about combining work 
and care8

Relationship to care recipient

"She’s my mum, she looked after me… I was always going to look after her if 
something happened.”  

Female, 52, Nottingham
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Nature of work 

Working patterns

 
Self-employment - 

 
Flexible working 

 
Work environment

 
Job satisfaction

 
 

“It [work] gives you sanity.”

Female, East Midlands Focus Group  

Other caring responsibilities 
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“This [mother in law’s diagnosis of Parkinson’s] tipped us over the edge really. We 
knew things would never be the same. I was at my wits end trying to juggle everything 

she did and step up caring for her. My husband buries his head in the sand.”

Female, 54, York

Financial circumstances 

Own health  

"You cannot think [outside of caring], it’s physically draining. You are living in a 
constant state of stress every day." 

Male, London Focus Group  

 

Level of care 
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Other relationships 

“Me and my husband don’t have time together [as I spend time looking for my 
daughter, care recipient, and her children] … there’s a lot of jealousy from my 

[younger] children as they get jealous of the time he [grandson, son of care recipient] 
takes up.”

Female, 49, York

 

Case Study
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2.5 Experiences of people who had been 
providing care for at least a year 

No change to employment or hours worked –

 

Adapted employment through changes to working patterns and / or career 
– 

 
 

“I had to drop my hours to care for him [her brother]. There wasn’t much 
of a choice to be made there.” 

Female, North West Focus Group 

 
Changed employment 

Break in employment 

“I couldn’t get the time off to take my son to his appointments. I didn’t have 
much of a choice [to leave work].”

Female, North West Focus Group 

 “[Leaving employment is] not the easy way out – you try and juggle, you try to 
keep drama out of the work place, but eventually it comes to a head.” 
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Female, South West Focus Group 

“You lose your reliability, so even if you have a choice you don’t take on contracts, you 
kind of back off. You’re out of the market straightaway.” 

Female, London Focus Group  

 

Level of care 

 
Nature of work 

 
 

 
 

“You don’t realise how important work is [until you leave]. If you’re at work, even for 
just a few hours, it can boost your self-esteem….and it’s part of who you are.” 

Female, North West Focus Group  

Case Study
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“If you’d asked us that question about work when we were in work we’d have had 
more we disliked. Now it looks like a brilliant place to be!”

Female, London Focus Group
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3.1 Questions people had early on  

“I’ve just been putting out each fire as it lights up. I haven’t had time to think that 
far into the future about help.”  

Female, 54, Nottingham 

health condition

I don’t think about it [her daughter’s condition]. I get too upset.
Female, 49, York 

financial help

home modifications, wheelchairs or accessibility aids
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I called up [name] council. I wasn't sure what she [his mother] would be entitled 
to, but I thought I could call and ask.

Male, 60, London   

3.2 Sources of information used 

“I haven’t been looking [online for information], because I didn’t know that I 
could look for anything.” 

Female, East Midlands Focus Group 

3.2.1 Offline sources 

healthcare professionals

I can remember so many of the conversations [with the GP] were about my 
mother’s condition. Looking back, there wasn’t nearly enough focus on who was 

going to be providing the care for her.
Female, 50, Nottingham 

friends and family
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Local charities or support groups

3.2.2 Online sources 

After working all day, it’s hard to motivate yourself [to search for information]. 
You could be looking for hours and not find what you’re looking for, then find it 

and second guess yourself as to whether it’s legitimate.
Male, 52, Nottingham 

NHS GOV.UK

condition specific charities

Case Study
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Financial advice sites

“My friend sent me to Martin Lewis Money Saving Expert and it said that ‘you’re 
living with dementia, you might not have to pay council tax’. How is my father 
[with dementia] supposed to find that [he doesn’t have to pay council tax] out 
[otherwise]? There’s a lot of information out there but it can be hard to find.” 

Female, North West Focus Group 

Local Authority

social media sites
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3.3 How information needs changed over time  

“I didn’t see myself as a carer, so it’s almost impossible to look for things to help 
you with your situation.”  

Female, London Focus Group 

“It's taken me three years to get to this point, now.  I read this [carer’s] centre’s 
website in tears [as it made me realise I was not alone and could get support].”  

Female, London Focus Group 

“When carers get together and start talking, that is when we learn new things.”  
Female, East Midlands Focus Group 

3.4 What did participants with more experience 
of providing care feel people should know 
at the outset? 
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information and support to have been given to 
them proactively by others

financial support

employment 
rights

Being a carer can be a minefield… particularly around employment rights, 
there needs to be clear and concise information.

Female, South West Focus Group 

My employer has suggested I cut my hours from 18 to 14 a week… I’m trying 
to progress my career but you get overlooked for certain tasks, trainings, 

promotions. I’m not sure what rights are there.
Female, North West Focus Group 

emotional and practical support

The problem is, when you first start caring, you’re expected to know things 
that you just don’t know. It needs to be basic where someone sits down with 

you and talks through everything at the very start [of caring for someone].”
Female, North West Focus Group 
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3.5 What support people further along the carer 
journey wanted when interviewed  

“I’m finding it very difficult to find work. Leaving jobs [to care] and having gaps in 
employment doesn’t look good on my CV.

Female, North West Focus Group 

“I think there needs to be information and support for carers to look after 
themselves. If the carer’s health suffers, then the person they’re caring for 

suffers… if the carer can’t work [due to ill health], then you run out of money 
and more and more problem arise.”  
Female, North West Focus Group 
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4.1 Implications  
Proactively supply information to support the needs of people providing care  

Make more use of offline sources to reach those providing care and signpost to 
further information online. 

I just happened to see a leaflet at the GP that said, ‘are you a carer’. I thought 
‘no’, but then I read it and thought, I do all of what’s being said here.

Female, London Focus Group 

Target carers more explicitly through online sources in the care recipients’ 
journey. 
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Design information for time-poor users and make it easier to process. 

clear, concise and easy to 
navigate .  

signposted to further information 

You get a bit overwhelmed sometimes looking (online). It’s a wall of black text 
and your brain is tired after work. You want it to be short and snappy, not 

reading a novel.
Male, 51, London 

 

Better utilise the role that the most trusted and well known information sources 
could play. 

trusted and well known sources

 

Use a warm tone when providing information to make it more engaging. 
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I think the language needs to be softened a bit. Maybe that was just my mood 
at the time, but it will be a difficult time for people when they’re searching for 

this.
Male, 52, Nottingham  

 

“Charities such as Alzheimer’s, Age UK, and MacMillan, they provide a lot of 
help and I often direct other carers to these places… they’re very friendly and 

easy to understand.” 
Male, East Midlands Focus Group 

Emphasise the value of proactively considering their own long-term needs and 
options. 
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DWP Carer’s Information User Testing Pre-task 

 

Dear Sir / Madam, 

Thanks again for agreeing to take part in this research for the Department of Work and Pensions (DWP).  

DWP have asked us (Ipsos MORI) to speak to people who have recently learned (in the last ten months) that a family member’s illness, disability or old age 
means they need or will need support with everyday life, and are providing or considering how to provide that support. DWP have asked us to conduct this 
research because they want to understand how they can better support people in this situation. 

As part of this research, we would really appreciate it if you could complete this pre-task. As a thank you for your time, you will be given £10 to complete this 
task. This is in addition to the £50 for taking part in the face to face interview and £30 if you take part in a follow-up telephone interview.   

Any information that you provide us in this pre-task and the two interviews will be treated as strictly confidential and all data will be anonymised. No 
identifiable information will be passed back to DWP and any relationship you have with DWP will not be impacted in any way. If you would like, I can send you 
Ipsos MORI’s privacy policy which goes into more detail about your data rights. Alternatively, you can contact Yasmin White at Ipsos MORI on [Number 
redacted].  

The pre-task 

For this task, we would like you to think back to the point when you first became aware that your family member would need help and support with day to day 
activities, and write down key changes that have happened since then. These might include any life event or change in circumstance which relates to the news 
about your family member. Some examples of these key events are outlined below: 

Any changes in how much you support your family member or the types of things you support them with 
Any changes in your thoughts about how you intend to support your family member.  
Any changes to your family member’s health / condition 
A change in job / number of hours you work to accommodate the support you need to / will need to give to your family member 
Moving house to allow you to better support your family member e.g. moving closer to them 
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Please use the table below to note these key points. Each page asks about a different time period, because we want to understand how things have changed 
for you over time. Please fill in the boxes that correspond with the time you learnt that your family member would need support. If you learnt that they would 
need support prior to January 2018, please still use the first box but make it clear when you became aware that your family member would need help. There 
are also boxes asking about how you were feeling at the time, where you went for information and what you most wanted to find out. This is because we are 
interested in how this affected your approach to thinking about how your family member could be supported. We understand that some of this information 
will be personal, so please only write what you are comfortable sharing with us. You can treat this as an exercise in remembering the key points since you 
learned they would need support. We will want to explore these questions in more detail in the interview, so any notes you can provide now will be helpful 
prompts for discussion. 

Please feel free to take as much time as you like completing this task. During the interview, please have this task to hand – if you do not have a printer, please 
write down your responses on a separate sheet of paper.  

 January to May 2018 

Key events / changes in 
circumstance for you and 

your family 
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How did you feel at this 
time?  

 

(please only share what 
you are comfortable with 

sharing) 

 

 

If you were looking for 
information, where did go 

and what did you most 
want to find out? 

 

(In particular, please name 
any online sources / 

websites you looked at) 
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 June to September 2018 

Key events / changes in 
circumstance for you and 

your family 

 

 

How did you feel at this 
time?  

 

(please only share what 
you are comfortable with 

sharing) 

 

 

If you were looking for 
information, where did go 

and what did you most 
want to find out? 
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 October 2018 - present 

Key events / changes in 
circumstance for you and 

your family 

 

 

(In particular, please name 
any online sources / 

websites you looked at) 
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How did you feel at this 
time?  

 

(please only share what 
you are comfortable with 

sharing) 

 

 

If you were looking for 
information, where did go 

and what did you most 
want to find out? 

 

(In particular, please name 
any online sources / 

websites you looked at) 
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Carers Information User Testing Discussion Guide  
 
Note:  
‘Carers’ and ‘key decisions’ are referred to throughout as short-hand. Moderators will reflect the language 
used by participants.  
Researchers must use the discussion guide as a guide only – not all questions or prompts will necessarily be 
used during the interview. 

For moderator only: 

Background  

Ipsos MORI have been commissioned by DWP to assess the extent to which working people facing 
decisions about someone else’s care have access to information that can help them to make decisions, 
specifically decisions around work.  

Becoming a carer is a significant decision which can impact the individual’s current and future 
circumstances, particularly in relation to work. It is also a decision that is made at a time when emotions 
are likely to be heightened, which may impact on the ability to seek out or assimilate the information to 
make an informed decision. We want to explore how participants’ describe their cognition and thought 
processes when making these decisions, and how their situation affects how they seek and engage with 
information. 

DWP want potential and current carers to be fully aware of the different options available to them, and 
the implications of the decisions that they make. The aim is for working people to have access to the 
right information, set out in the simplest way to help them understand and visualise the journey they 
and the person they care for are embarking on and their options along the way. This will help them be 
aware of and understand the full range of issues which they may need to consider and navigate and the 
key decision points. 

Overview of the research  

As part of this research, we will be undertaking 15 face to face interviews. Ten participants will be 
invited to take part in a follow-up telephone interviews around 10 – 14 days later. One week before the 
first interview participants will be given the opportunity to complete a short diary exercise. This will 
either be completed on paper or in the Ipsos MORI app.  

The initial face to face interview will last 60 mins, with the follow-up lasting 30 minutes. Individuals will 
be offered £10 for completing the diary exercise, £50 for taking part in the first face to face interview 
and £30 for the follow-up telephone interview.  

Key points 

There is substantial ambiguity in the use of the term ‘carer’ and what it consists of. As such, the 
participant may or may not view themselves as a ‘carer’ even if they are undertaking activities 
that one might consider to be care. Others may or may not be a carer currently undertaking 
those activities, but may be considering them without thinking of it as ‘care’.  
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The participant will have learned about a family members’ needs changing in the past 10 
months 
We must encourage the conversation to be primarily focused on themselves and their 
thoughts / considerations / influences/decision-making process rather than about the person 
receiving care, although the views and preferences of the person receiving care may be 
relevant if they had a strong bearing on the participant 
Key decisions that are referred to must have occurred in the past 10 months, unless providing 
context 
Seek to establish a timeline for how they have been thinking about these needs, and how they 
be could be supported. It is important to understand their thought process in their own terms 
with regards to any circumstances, decisions or anything else that participants feel have 
affected how they have been considering those care needs 
Some points throughout the conversation may be highly sensitive 

 

Discussion guide 
 

1. Introduction 2-3 mins 

 

Thank participant for taking part.  

Introduce self, Ipsos MORI: independent research organisation (i.e. independent 
of Government), we adhere to Market Research Society code of conduct that 
ensures our research is carried out in an ethical and professional manner.  

Introduce research and topic – the Department for Work and Pensions (DWP) 
has commissioned Ipsos MORI to conduct research with people who currently / 
are considering supporting a family member with their health, welfare and 
protection, due to an illness, disability or incapacity which prevents them from 
independently maintaining their own wellbeing. The aim of the research is to 
understand what information is available to you to help you make decisions 
about how to support this person and specifically about the impact this may 
have on your work and how this could be improved.  

Confidentiality - reassure all responses are anonymous and that identifiable 
information about them will not be passed on to anyone, including back to DWP 
or any other Government department. Remind them that their participation in 
this research is completely voluntary and they are able to stop at any point or 
move on from a question. Also, reassure participants that taking part will not 
affect their relationship with DWP, nor their benefits.  

Interviews should take around 60 minutes. As a thank you for taking part they 
will be given a £50 incentive.  

Ask for permission to digitally record – transcribe for quotes, no detailed 
attribution.  

Any questions before we begin? 

 

Orientates 
interviewee, 
prepares them to 
take part in the 
interview. 

 

Outlines the ‘rules’ 
of the interview 
(including those we 
are required to tell 
them about under 
MRS and GDPR 
guidelines). 
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2. Background  5 mins 

Moderator explain: To start off with, I’d like to learn a little bit about you  

 

Can you tell me a bit about yourself? 

 

o Can you tell me a little bit about your home life and where you are 
currently living? Probe around who else is at home; how long they’ve lived 
there for 

o What does a typical day look like for you? Any hobbies or interests? 
 

o Can you tell me a little about your current work? Probe around: role 
(description); hours worked / shifts; length of time working there; company 
size; office based / not 

 

o How good would you say you are with searching for information online? 
Do you regularly use online sources to find out information? 

o Do you tend to trust online sources? Which websites are you most / 
least likely to trust?  
 

 

Provides contextual 
background 
information about 
the participant and 
their work life.  

3. Care circumstances  5 - 10 mins 

Moderator explain: Now we are going to move on and talk about how you 
currently / might support your family member and speak about the family 
member that you support. If you support more than one person, please tell me 
about the person who you started supporting in the last 10 months. [If you started 
supporting more than one person in the last 10 months, please tell me about the 
person you support/expect to support the most]. 

 

Could you tell me a little bit more about how you support [your family 
member] / will support your family member? Probe around: their role, their 
relationship; where they live – how far away from the recipient of care; what the 
journey is like to get to them if not living together;  

 

o Are you receiving/seeking any form of support? What does this look 
like? Probe around support from friends, family, local carer centre.  

o Can you now tell me a little bit more about their condition and their 
current care needs? (IF NECESSARY: Reassure participants that they do 
not have to answer any questions that they feel uncomfortable with) 
Probe to understand condition; whether this happened suddenly / 
gradually; how long ago they started developing   

o How do you think their care needs might change in the future? Over 
what sort of timescale? 
 

 

This section explores 
their care situation.  

 

Note to 
researchers:  

 

Use the screener 
information to gage 
their current 
situation and use 
that as a starting 
point. If they are 
caring for more 
than one person 
who fits the criteria, 
shape the interview 
accordingly.  
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What other support are they currently receiving? Probe around who provides 
this; what with (tasks / activities); frequency; what the participant’s role is 

 

 
 

Reflect their own 
language in yours 
e.g. whether they 
term themselves as 
a carer, whether 
they are or aren’t 
currently caring for 
them 

4. Key decisions 15 - 20 mins 

Now I’d like to understand the journey you have been through from the point 
when you learned that this person will need support, up to now – reflecting on how 
you were thinking about any choices/options you had around your role / how this 
might have changed, and what you wanted to know 

 

Use timeline to establish key points in their journey and how this made 
them feel 

 

i) The point where you realised the individual would need support 
 

When did you start thinking about their care needs and how they would 
need to be met?  

 

o How did you feel? 
o What was going through your mind at the time? Probe: did they have 

any uncertainties or questions?  
 

o How much control did you feel you had over your options/situation? 

o Was anyone else involved in discussions/making decisions about your 
family member’s care needs?  

o What choices or options did you feel you had in relation to how to meet 
their care needs? How did you find out about them? 
Explore spontaneously then probe around:  

Meeting their needs myself 
Apply for support from my Local authority 
Pay for care and support services directly 
Get help from friends and other family members  
Combinations of the above 
 

o For each raised explore:  
o How did you find out about these? 
o Which options felt more / less realistic? Why was that?  

 

This section will be 
used to understand 
their caring journey. 
Every interview is 
unique so it is 
important to use 
language that 
reflects their 
circumstance e.g. 
whether they are or 
aren’t currently 
caring for the 
individual.  

 

 



 

44 

Official-Sensitive 

Official-Sensitive 

o If participant doesn’t feel that they had options, probe around 
why this was.

 
o How did you weigh up the different options? What different factors did 

you consider? What was top of mind? 
Probe:  

Sense of duty, responsibility 
Nature of relationship  
Cared for person’s preferences/expectations 
Expectations or pressures from other family members 
Quality of external care 
Availability of external care  
Cost/funding considerations 
Impact on work 
Impact on home life 
Potential impact on other dependents 

ii) Changes since you realised they would need support 

 

o What has changed since you realised that they would need support? 
[Refer to journey mapping task if they have completed this] Probe: 
changes to care needs / level of support – when and why this happened, 
have the changes been gradual or rapid? 

o Have you made any changes to your own life to accommodate these 
changes? Probe: how does this make them feel? 
 

o Have you spoken with your employer about your situation at any point? 
Why /not? What was the outcome of this conversation?  

o Does your employer supply any useful information?  
o What are their policies on flexible working more generally? 

 

iii) How you expect your circumstances to change in the future 
 

Are there any further changes you expect to happen / decisions you will be 
making in the near future? Probe: what will this involve? Who will be involved? 
How do they feel about these changes? What questions / uncertainties do they 
have now? What information are they in need of? 

 
N.B. The above points should establish how the participant describes the significant 
factors that have had bearing on the considerations they have had to make so far 
in their caring journey. Refer to these key points throughout the rest of the 
interview.  

 
5. Online information 20 mins 
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Since learning that [your family member] would need support, what 
questions / queries have you had?  

o Prompt if necessary: how to make sure the family member gets the care 
they need, what support services are available, how to combine caring and 
working etc.  

o Did you try to find information to resolve these questions?  
 

[For each question/issue, or their top two/three is there are many] where 
did you go for information – who did you speak to and which sources did 
you consult? Include online and offline sources, and informal sources e.g. friends 
and family, other carers, social media networks , local authority, charities, the 
library, carers associations, employers 

 

o Why did you go to these sources? 
o How useful did you find this information? Did you find what you 

needed? 
o What is it that you liked or did not like about it? 
o Have you used it in combination with the online sources? Why?  

 

Moderator explain: Now we are going to focus on the online sources that you have 
used for information about supporting someone / caring for them.  

 

Do you remember what online sources you used? Probe for specific names / 
sites. Refer to diary to explore recent sources. 

For each recalled example explore:  

o What was the content about? Probe: did the website contain information 
about the recipient of care or the person providing / potentially providing 
care? Do you remember any messaging about work and care? 

o How did you come across this particular site? What about it appealed to 
you? Probe: had a particular site been mentioned to them by anyone else? 

o Had you used this site before? Do you still use it? 
o How did you identify the content as being relevant to you? 
o To what extent did it answer your questions?  
o Was any information more / less useful? Probe around: what made a site 

more or less useful compared to others? 
o What were the positives? And the negatives? Probe around: language, 

tone, method of displaying information (video, text etc.), colours, ease of 
identifying it as being relevant them, organisation running the website, 
national versus regional information, general versus tailored information 

o How did this content make you feel? And about work specifically?  
o How credible did the site feel? 

 

 

 

This section explores 
the extent to which 
they have used 
online information 
to make care 
decisions and how 
useful it was 
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Has anything changed over time in the type of information you look for or 
which you find helpful?   

 

6. Improvements to online information 5-10 mins 

Moderator explain: Finally, we’re going to talk about what improvements you think 
could be made to online information 

 

What, if any, changes would make information online more useful for you? 
Probe around:  

 

o Format: video, forums, images, text, checklists, ability to print  
o Tone and language  
o General information (for all carers) or tailored to their circumstances (e.g. 

caring for someone with a particular condition) 
o National vs regional information  
o Information bring brought together in one place?  
o Messenger e.g. charity, government, peers on a support forum etc.  

 

 

Is there anything online sources could learn from offline sources? 

 

Which organisations or individuals do you think are best placed to signpost 
people to/make them aware of online information? Probe around:  JCP, 
NHS staff, Local Authorities, etc. 

 

What do you think could be done to make it easier for people to access 
information on caring for / supporting a person and working? Probe: explore 
any barriers that they have mentioned previously.  

 

This section explores 
whether 
participants feel 
that the online 
information 
available on caring 
could be improved.  

7. Summing up 5 mins 

Moderator explain: Thank participant for their time and explain we are coming to 
the end of the interview and I have a few final questions before we finish. 

 

Is there anything that we haven’t discussed that you would like to raise? 

 

Brings the 
conversation to a 
close, and allows 
participant time to 
mention anything 
that has not already 
been covered. 
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Overall, what do you think is the one thing I should take away from the 
discussion today? 

 

Thank and reiterate confidentiality. Incentives = a “thank you” from Ipsos 
MORI for their time and contribution 

o £50 – face to face interview 
o £10 – if they have done the diary 
o £30 – if / when they take part in the follow up interview 

 

Identify whether they have agreed to take part in the follow up interview 
and confirm status.  
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Carers Information User Testing Follow-Up Discussion Guide  
 
Note:  
‘Carers’ and ‘key decisions’ are referred to throughout as short-hand. Moderators will reflect the language 
used by participants.  
Researchers use the discussion guide as a guide only – not all questions or prompts will necessarily be used 
during the interview. 

For moderator only: 

Background  

Ipsos MORI have been commissioned by DWP to assess the extent to which working people facing 
decisions about someone else’s care have access to information that can help them to make decisions, 
specifically decisions around work.  

Becoming a carer is a significant decision which can impact the individual’s current and future 
circumstances, particularly in relation to work. It is also a decision that is made at a time when emotions 
are likely to be heightened, which may impact on the ability to seek out or assimilate the information to 
make an informed decision. We want to explore how participants’ describe their cognition and thought 
processes when making these decisions, and how their situation affects how they seek and engage with 
information 

DWP want potential and current carers to be fully aware of the different options available to them, and 
the implications of the decisions that they make. The aim is for working people to have access to the 
right information, set out in the simplest way to help them understand and visualise the journey they 
and the person they care for are embarking on and their options along the way. This will help them be 
aware of and understand the full range of issues which they may need to consider and navigate and the 
key decision points. 

Overview of the research  

As part of this research, we will be undertaking 15 face to face interviews. Ten participants will be 
invited to take part in a follow-up telephone interviews around 10 – 14 days later. One week before the 
first interview participants will be given the opportunity to complete a short diary exercise. This will 
either be completed on paper or in the Ipsos MORI app.  

The initial face to face interview will last 60 mins, with the follow-up lasting 30 minutes. Individuals will 
be offered £10 for completing the diary exercise, £50 for taking part in the first face to face interview 
and £30 for the follow-up telephone interview.  

Key points 

There is substantial ambiguity in the use of the term ‘carer’ and what it consists of. As such, the 
participant may or may not view themselves as a ‘carer’ even if they are undertaking activities 
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that one might consider to be care. Others may or may not be a carer currently undertaking 
those activities, but may be considering them without thinking of it as ‘care’.  
The participant will have learned about a family members’ needs changing in the past 10 
months 
We must encourage the conversation to be primarily focused on themselves and their 
thoughts / considerations / influences/decision-making process rather than about the person 
receiving care, although the views and preferences of the person receiving care may be 
relevant if they had a strong bearing on the participant 
Key decisions that are referred to must have occurred in the past 10 months, unless providing 
context 
Seek to establish a timeline for how they have been thinking about these needs, and how they 
be could be supported. It is important to understand their thought process in their own terms 
with regards to any circumstances, decisions or anything else that participants feel have 
affected how they have been considering those care needs 
Some points throughout the conversation may be highly sensitive 

 

Discussion guide 
 

8. Introduction 2-3 mins 

 

Thank participant for taking part.  

Briefly re-cap as participant will have heard previously.  

Introduce self, Ipsos MORI: independent research organisation (i.e. independent 
of Government), we adhere to Market Research Society code of conduct that 
ensures our research is carried out in an ethical and professional manner.  

Introduce research and topic – the Department for Work and Pensions (DWP) 
has commissioned Ipsos MORI to conduct research with people who currently / 
are considering supporting a family member with their health, welfare and 
protection, due to an illness, disability or incapacity which prevents them from 
independently maintaining their own wellbeing. The aim of the research is to 
understand what information is available to you to help you make decisions 
about how to support this person and specifically about the impact this may 
have on your work and how this could be improved.  

Confidentiality - reassure all responses are anonymous and that identifiable 
information about them will not be passed on to anyone, including back to DWP 
or any other Government department. Remind them that their participation in 
this research is completely voluntary and they are able to stop at any point or 
move on from a question. Also, reassure participants that taking part will not 
affect their relationship with DWP, nor their benefits.  

Interviews should take around 30 minutes. As a thank you for taking part they 
will be given a £30 incentive.  

 

Orientates 
interviewee, 
prepares them to 
take part in the 
interview. 

 

Outlines the ‘rules’ 
of the interview 
(including those we 
are required to tell 
them about under 
MRS and GDPR 
guidelines). 

 



 

50 

Official-Sensitive 

Official-Sensitive 

Ask for permission to digitally record – transcribe for quotes, no detailed 
attribution.  

Any questions before we begin? 

 

9. Background  5 mins 

Note to moderator: Briefly catch-up with participant, use the below as a guide, 
but tailor conversation to what you had spoken about previously.  

 

To start with, do you want to tell me a little bit about what you’ve been up 
to since we last spoke? 

 

o How have you been?  
o How is your family? 

 

Warms participant 
up to conversation  

10. Follow-up  25 mins 

Moderator explain: Now we are going to move on and talk about what has 
happened since we last spoke in relation to your caring situation.  

 

Since we last spoke, has anything changed? 

Probe: in their own personal life, with the family member they are caring for / their 
condition 

 

How has work been? 

o Has considering the care needs of [family member] affected you at work 
in any way? 

o Have there been any changes in how you manage working and caring? 
 

And since we had our conversation, do you feel differently about anything 
that we spoke about last time?  

o Is there anything you have thought about since that you didn’t mention 
at the time? 

o Have you had any new questions / uncertainties, in relation to [family 
member] since we last spoke? 

o What about? Probe: their family member’s condition, support for 
the family member, support for themselves –  physical, financial 
or psychological? Combining working and care 

o What do you think led you to think about that? 
 

 

This section will 
explore what they 
have experienced 
since the first 
interview, if their 
information needs 
have changed and if 
they have sought 
any information.  
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Have you looked at/sought any information since our conversation? (N.B. 
this may or may not relate to their response to the last question – capture 
all instances) 

 

o Where did you find this? Probe: online or offline? Why? Was this a new 
source or something they knew about before? 

o What led you to that source? 
o Was it useful?  
o To what extent did you find what you were looking for?  

What did/didn’t you like about the source? 
o Are you still looking for information on this? Where are you planning to 

look? 
o Did it prompt any new/other thoughts? What are these? 

 
Scenarios 

 

As you may be aware, we have been speaking to lots of people in the same 
position as you. In our conversations, we’ve heard some different things 
and we wanted to explore how much they do or don’t resonate with you. If 
you don’t feel comfortable answering or if you simply feel this does not 
relate to you then we can simply move on to the next question: 

 

1. Some people have mentioned that caring for /supporting someone can 
change the dynamic in their family 

a. is this something you have experienced?  
b. how has it affected you? 
c. has it affected how you feel about work? And over the longer 

term? 
2. Some people have mentioned that caring for someone means they need 

a lot of flexibility, for example to leave work at short notice or to attend 
appointments.  

a. is this something you have experienced?  
b. could you tell me more? 
c. has it affected how you feel about work? Over the longer term? 

3. Some people have mentioned that it can become harder to concentrate 
at work when a close family member is unwell or needs care/support.  

a. is this something you have experienced?  
b. could you tell me more? 
c. what impact could this have on how you feel about work? 

4. Some people have mentioned that they find combining everything in 
their life e.g. family, care responsibilities, work difficult 

a. is this something you have experienced?  
b. can you tell me more? 
c. what impact could this have on how people feel about work? 
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When we last spoke, I asked you if you thought that online information 
could be improved in any way to help people like you who have recently 
started considering / providing someone’s care needs.  

 

Since then, do you think anything else could be done to make it easier for 
people to find information on caring/ supporting a person and working? 
Probe: explore any barriers that they have mentioned previously.  

 

And, have you had any more thoughts about ways in which you feel this 
information could be improved? 

 

Probe around:  

 

o Accessing information: 
o How to find information  
o How to know it’s relevant for you 

o Content:  
o Decisions and considerations  
o General information (for all carers) or tailored to their 

circumstances (e.g. caring for someone with a particular 
condition) 

o National vs regional information  
o Information bring brought together in one place?  
o Tone and language  

o Messenger e.g. charity, government, peers on a support forum etc. 
anything online sources could learn from offline sources? 

o Format:  
o video, forums, images, text, checklists, ability to print  

 

Are there any other forms of support that you feel are needed for people in 
your position? 

 
11. Summing up 2 mins 

Moderator explain: Thank participant for their time and explain we are coming to 
the end of the interview and I have a few final questions before we finish. 

 

If there is one thing that I could take away from our conversations that 
could be fed back for this research, what would it be? 

 

Is there anything that we haven’t discussed that you would like to raise? 

 

Brings the 
conversation to a 
close, and allows 
participant time to 
mention anything 
that has not already 
been covered. 
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Thank and reiterate confidentiality. Incentives = a “thank you” from Ipsos 
MORI for their time and contribution (£30) 

 

Provide them with the advice sheet if they haven’t been given it already.  
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DWP Local Carer Centre Engagement Pre-task 

 

Dear Sir / Madam, 

Thanks again for agreeing to take part in this research for the Department of Work and Pensions (DWP). We are looking forward to speaking to you at the 
focus group.  

As part of this research, we would really appreciate it if you could complete this pre-task.  

Over the page there are 3 questions that we would like you to think about before coming to the group. You need not write anything down if you don’t have 
the time but please bring your thoughts / written ideas with you on the day.  But feel free to capture as many thoughts as you like – it needn’t be just one of 
each. 
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Is there any information about caring you 
know now that would have been useful 
for you to know sooner – i.e. when your 

family member first started to need 
support? 

Why would it have been helpful to know 
this? 

 

What do you think the barriers were, if 
any, to you being able to find this 

information earlier? 



 

56 

Official-Sensitive 

Official-Sensitive 
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Local Carer Centre Engagement Focus Group Topic Guide 
 
For moderator only: 

1. This guide indicates the areas to be covered in the discussion, the likely order in which topics will be 
covered and the kinds of questions and techniques that may be used. As it is qualitative research there 
will be diversions taken within the dynamics of each interview in order to fully explore respondents’ 
perspectives. Timings are given for guidance only and will not be strictly adhered to – times spent on 
each section will be dependent upon the knowledge/ interests of each group. 

2. The objectives of the research may be addressed through direction questioning, indirect questioning, 
observation of non-verbal response in response to stimulus or analysis of data post hoc. 

Background  

Ipsos MORI have been commissioned by DWP to assess the extent to which working people facing 
decisions about someone else’s care have access to information that can help them to make decisions. 

Becoming a carer is a significant decision which can impact the individual’s current and future 
circumstances, particularly in relation to work. It is also a decision that is made at a time when emotions 
are likely to be heightened, which may impact on the ability to seek out or assimilate the information to 
make an informed decision. We want to explore how participants’ describe their cognition and thought 
processes when making these decisions, and how their situation affects how they seek and engage with 
information 

DWP want potential and current carers to be fully aware of the different options available to them, and 
the implications of the decisions that they make. The aim is for working people to have access to the 
right information, set out in the simplest way to help them understand and visualise the journey they 
and the person they care for are embarking on and their options along the way. This will help them be 
aware of and understand the full range of issues which they may need to consider and navigate and the 
key decision points. 

Overview of the research  

As part of this research, we will be undertaking 4 focus groups, with between 6-8 people within each 
group. The groups will last for 90 minutes and participants will be offered £40 for taking part.   

Key points 

There is substantial ambiguity in the use of the term ‘carer’ and what it consists of. As such, the 
participant may or may not view themselves as a ‘carer’ even if they are undertaking activities 
that one might consider to be care.  
The participant will have been caring for a family member for 1-3 years.  
Some points throughout the conversation may be highly sensitive 

 
 
 
 
Discussion guide 
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12. Introduction 2-3 mins 

 

Thank participants for taking part.  

Introduce self, Ipsos MORI: independent research organisation (i.e. independent 
of Government), we adhere to Market Research Society code of conduct that 
ensures our research is carried out in an ethical and professional manner.  

Introduce research and topic – the Department for Work and Pensions (DWP) 
has commissioned Ipsos MORI to conduct research with people who have recent 
experience of caring for someone else and who were in work when they became 
a carer. The aim of the research is to understand your experiences as a working 
carer, including how you made decisions about what care activities to take on 
given you were in work, and what information would have been useful in helping 
you make those decisions.  

Confidentiality - reassure all responses are anonymous and that identifiable 
information about them will not be passed on to anyone, including back to DWP 
or any other Government department. Remind them that their participation in 
this research is completely voluntary and they are able to stop at any point or 
move on from a question. Also, reassure participants that taking part will not 
affect their relationship with DWP, nor their benefits.  

Explain – you are aware some of the topics will be fairly sensitive for them to 
discuss. They are free to contribute or not as they wish. However, to help address 
this we will be trying to keep the group focused on how information about 
caring can be improved, rather than focusing too much on their personal 
experiences.  

Groups should take around 90 minutes. As a thank you for taking part they will 
be given a £40 incentive.  

Ask for permission to digitally record – transcribe for quotes, no detailed 
attribution.  

Any questions before we begin? 

 

 

Orientates 
interviewees, 
prepares them to 
take part in the 
group. 

 

Outlines the ‘rules’ 
of the group 
(including those we 
are required to tell 
them about under 
MRS and GDPR 
guidelines). 

 

13. Pre-task / Background  10 mins 

Prior to starting, participants are asked to complete the screener. The pre-
task that was given to participants before the focus group should be 
collected.  

 

Moderator introduce self and explain: To start off with, I’d like to learn a little bit 
about each of you. 

 

Can you all tell me your names and a little bit more about yourself? 

 

Provides contextual 
background 
information about 
warms up 
participants   
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o Probe: Name, who they live with, employment status, hobbies / interests 

 

How long ago did you become a carer and who do you care for?  

What job were you doing at the time you first started to look after the 
person you care for? 

 

14. Initial experiences / considerations and decisions 40 mins 

Moderator explain: Now we are going to move on and talk a little bit more about 
your experiences since becoming a carer and what information you have been 
looking for.  

 

Could you tell us about what it was like for you becoming a carer? 

 

What led you to take on the caring role? 
What types of things were you considering?  
Was anyone else involved at this point? Probe: what conversations 
were you having? What was the outcome? 

 

[If necessary: I understand it might be a difficult period to think back to so take 
your time and remember you don’t need to answer any questions you don’t 
want to]   

Moderator: Prompt DWP to ask any follow up questions 

 

Now, I’d like you to focus specifically on your work situation at the time when you 
first found out the person you care for would need care.  

 

Can you all tell me a bit more about what your job meant to you at the 
time? E.g. financial impact, social contact/networks, identity etc. 

What was the impact on your work after you learned your family 
member would need support? 
How did it make you feel about work?  

 
And as time passed, after the first few months, did caring impact on 
your work?  
Did working impact on caring?  
Did you expect this? 
What are the challenges of working and caring at the same time? 
How did you respond to these challenges? 

 

This section explores 
their decision 
making, particularly 
in relation to work 
and care   
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Are there benefits to working and caring? 
How, if at all, has your employment changed over time? Probe: left 
employment completely, reduced hours, changed job, work in same 
job but more flexibly etc.  
What prompted these changes? 

What do you know now that you didn’t before? 
Now thinking about the future, do you think your employment will 
change in any way?  

 

Exercise:  

 

How would you sum up the challenges working people face when 
making decisions about caring? 
What are the main questions or uncertainties that working people in 
this situation might be asking/facing? 
 

Moderator: Prompt DWP to ask any follow up questions 

 

15. Information about caring and work 40 mins 

[Show Grid A] 

Now I’d like you to think a bit more broadly about the places you’ve got 
information and advice about caring from.  That includes online or offline, and 
more formal sources such as government/Local authority helplines and websites, 
charities and carer centres, and your employer, as well as informal sources such as 
forums and blogs, social media, friends and colleagues. 

o Looking at this grid, where were you looking to answer your key 
uncertainties/questions? 

o Did you find what you were looking for? 
o What have the best or most helpful sources of information been that 

you’ve found? 
o What made them helpful? 

o What have the worst or least helpful sources been? 
o What made them particularly unhelpful? 

 

[IF NOT MENTIONED PREVIOUSLY] Now thinking about online sources… 

o What have the best or most useful online sources been and why? 
o What have the worst or least useful online sources been and why? 

  

We’re interested in what’s missing from information that’s on the internet. 

This section will be 
used to understand 
what information 
they have used and 
how they feel it 
could be improved 
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What have been the hardest things to find out about online? Probe around 
work and care specifically.  

 

Looking at this list of different topics [SHOW LIST A], which of these did 
you look for information on? 

 

LIST A (add others if mentioned) 

 

o Employment [FOCUS] 
o Emotional 
o Care and support provided by your Local authority 
o Care and support that you have to pay for yourself 
o Health issues 
o Financial management 
o Support for carers 
o Employment rights 
o Other 

 

For each, probe:  

o What questions did you have about this? 
o Did the information have an impact on the decisions you made? What 

were these? 
 

o How helpful was the information that you found on these topics? 
o For which of these did you feel there was information lacking? 
o Are any sorts of information that you wanted or needed to know about 

missing from this list?  
o Which of these topic areas is most important for you? 
o Which of these topics (if any) would you not expect to find information 

about online? 
 

Moderator: Prompt DWP to ask any follow up questions 

  

16. Summing up 5 mins 

Moderator explain: Thank participant for their time and explain we are coming to 
the end of the interview and I have a few final questions before we finish. 

 

Based on your experiences at the start of your caring journey, what piece of 
advice or information would you give to working people in this position 
now?  

 

Brings the 
conversation to a 
close, and allows 
participant time to 
mention anything 
that has not already 
been covered. 
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Lastly, if there is one thing that I could take away from our conversations 
today that could be fed back for this research about supporting working 
people to make the best decisions around caring and working, what would 
it be?  

 

Thank and reiterate confidentiality. Incentives = a “thank you” from Ipsos 
MORI for their time and contribution (£40 voucher) 
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