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Executive summary 

This report documents the methods and results of a 2009 MS Society survey of people 
with Multiple Sclerosis (MS) and their carers. The purpose of the survey was to 
investigate which respite care services are currently used by people with MS and their 
carers, their views on these services, and their preferences for respite care. A postal 
survey was sent to a random selection of MS Society members, and the survey was 
promoted on the MS Society website and in various publications to encourage any 
person with MS and any carers of people with MS to submit a response. 1637 people 
completed responses to the consultation, 1030 people with MS and 607 carers of 
people with MS. 
 
Just over half of those who responded (51%) were from the random selection of MS 
Society members who had received the postal survey. The remaining half (49%) had 
responded following promotion of the consultation by MS Society staff, in MS Society 
publications and externally through other organisations and health and social care 
professionals. A large number of those who responded due to this promotion were 
aware of the consultation as a direct result of their use of MS Society respite centres. 
This group should therefore not necessarily be considered as representative of MS 
Society members in general.  

Demographics 

Approximately two thirds of respondents were people with MS (63%), with the 
remaining third (37%) being carers of people with MS. 
  
On average respondents were white and female, aged between 51 and 65 years. They 
had secondary progressive MS and were not in employment or education, and lived 
with one other person. They described their care needs as requiring frequent assistance 
from others, and received care from their spouse or partner who was also not in 
employment or education.  

Current use of services 

Amongst respondents to the postal survey of randomly sampled members the most 
frequently used service was holiday breaks, followed by day respite, breaks in MS 
Society centres and then breaks in residential or nursing homes. 
 
Including all respondents to the consultation the respite care services used most by 
people with MS and their carers were breaks in MS Society centres, followed by day 
respite and then holiday breaks. 

Funding of services  

The most frequently identified main funding source for respite care was local authority 
funding (47% of respondents). Of these, 79% had received funding directly from their 
local authority and 21% had received funding via self directed support. Self-funding was 
identified as the funding source for 41% of respondents, followed by the NHS (7%) and 
charity funding (6%). 
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Benefit and quality of services currently used 

Overall, people found the respite care services that they used to be of high quality and 
beneficial to them. The MS Society centres were rated higher than any other service in 
terms of benefit and quality. 
 
There were however some differences in the views of carers and people with MS as to 
the benefits of some services. Carers rated each of the following services as 
significantly more beneficial than people with MS: 
 

• Breaks in other residential or nursing homes 
• Breaks at the home of another individual 
• Breaks at home through a care worker 
• Breaks in hospital.  
 

The largest difference was for breaks at the home of another individual. 

Reasons for not using particular services 

The most frequently given reasons for not having used a respite care service in the last 
year were ‘personal choice’ and ‘unaware of the service’.  
 
Respondents were more likely to give cost and lack of local availability as reasons not to 
have used MS Society centres than as reasons not to have used any other respite care 
service. Cost was also more likely to be given as a reason for not using MS Society 
centres by people needing higher levels of assistance than by people needing lower 
levels of assistance. 

Preferences for respite care 

Respondents were asked which service they preferred from those currently available. 
Respondents to the postal survey were most likely to chose holiday breaks as their 
first choice, followed by breaks at MS Society centres. 
 
When all respondents to the consultation were included (primarily people who were 
current users of MS Society centres) these preferences were reversed, with breaks in 
MS Society centres the most frequent first choice followed by holiday breaks. 
 
Respondents were also asked more detailed and related questions about their 
preferred setting for respite care. An overwhelming majority of respondents identified 
their preferred setting for respite away from home as a holiday venue with care 
provided, even amongst those who had used MS Society centres. The second 
preference for people with MS was holiday venue without care provided but for carers it 
was a residential or nursing home. 
 
An overwhelming majority of respondents who chose a holiday venue as their preferred 
setting had not used this service in the past year, suggesting that there may be an 
unmet demand for this service. 
 
A higher proportion of carers than people with MS gave breaks at home through a 
care worker or sitting service as one their top three preferred respite care services. 
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Important features of respite care 

Tailoring to MS 

Specialist MS services and social activities were rated as the two most important 
features when choosing short and longer residential care for people with MS and 
carers, although when asked to choose just the one most important consideration an 
overwhelming majority of respondents chose tailoring to MS. 
 
Tailoring to MS was more important for people with constant and frequent care 
assistance needs than people with occasional or no assistance needs. A majority of the 
respondents with constant care needs and their carers rated the provision of specialist 
MS services as extremely important – this was the only feature to be identified as 
extremely important by a majority of any group. 

Location of services 

Respondents rated the service being local to them as more important for short respite 
care compared to residential respite care. 

Having a partner, friend or family member joining them 

Carers were less likely than people with MS to identify a partner, friend or family 
member being able to join them on a respite care break as important. For residential 
respite care services a majority of carers rated this as unimportant.  

In or away from home 

A majority of respondents would prefer both short and residential respite to take place 
away from home, although the proportion was higher for residential respite. Carers were 
slightly more likely to prefer respite to take place at home than people with MS. 



Public Consultation on Respite Care  7

1. Introduction 

In January 2008 the Multiple Sclerosis (MS) Society embarked on a new five year 
strategy under the heading ‘Putting the Pieces Together to Beat MS’. Raising the 
standards of care remains a key strategic aim of the Society and a commitment has 
been made to set out a strategy for the future of day and respite care services for 
people with MS.  
 
Respite Care (sometimes referred to as short breaks) encompasses a wide range of 
different short term services. The common factor is not what service is provided but its 
purpose - to provide a break which is a positive experience for the person with care 
needs and the carer where there is one. Respite Care may be offered in a wide variety 
of ways.  

1.1. MS Society respite provision 

The MS Society currently provides access to short term residential respite care in four 
centres: Leuchie House in North Berwick, East Lothian (20 beds); Woodlands in York 
(24 beds); Helen Ley in Leamington Spa, Warwickshire (24 beds); and Brambles in 
Horley, Surrey (28 beds).  
 
The cost to the MS Society of subsidising the respite care centres in 2009 is estimated 
as £2.8 million. The MS Society also commissions a small number of respite care beds 
from local authorities and has a Preferred Provider Scheme which accredits other good 
quality respite care services.  Some MS Society local branches provide volunteer led 
day services which vary greatly in terms of how often they run and the services 
available.  

1.2. The MS Society respite care review 

In order to develop a respite care strategy which meets the needs of people affected by 
MS, their families and carers, now and in the future, the MS Society has embarked 
upon a needs-led, evidence based review to identify the following: 
 
•  The diverse needs of people with MS now and in the future 
• The diverse needs of carers and families 
• Current respite care provision by the MS Society 
• Current respite care provision by others 
• Gaps and overlaps in service provision 
• The cost of respite services required to meet needs and the ability of the MS 

Society to cover this cost wholly or partially 
 
This will involve extensive consultation with people affected by MS, their families and 
carers, service providers, commissioners, members, councils, committees and groups 
in England, Cymru, Scotland and Northern Ireland.   
 
As part of this consultation the MS Society has conducted a large-scale survey of 
people with MS and their carers. The methods and results of the survey are 
documented in this report. The survey was undertaken to gather feedback from people 
affected by MS and their families and carers about their needs and preferences now 
and in the future and the quality and benefit of respite care services currently available. 
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In addition a series of sixteen focus groups were held across the UK to explore the 
respite care needs and preferences of people with MS and their families and carers.  
Furthermore, information regarding current use of MS Society respite services was 
collated alongside information pertaining to other respite care services and 
commissioning priorities. The results of this survey and all other information gathered 
will be presented to the MS Society Board of Trustees in May 2010 with 
recommendations for the MS Society’s strategic direction in relation to Respite Care.  
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2. Objectives and Methodology 

2.1. Objectives 

The overall objective of the survey was to determine the opinions of people with MS and 
their carers about respite care provision. Of particular interest were the following:  
 

• Preferences for respite care 
• Current use of respite care services 
• Rating of services currently used (in particular the benefit gained from the 

service and the quality of the service) 
 

2.2. Methodology 

2.2.1. Questionnaire design 

Two questionnaires were developed by the MS Society Research and Operations 
teams: one for people with MS and one for carers. Questions were designed to obtain 
basic demographic data and cover a number of key issues of interest as listed above. 
Questions were closed-ended (with the exception of one question asking for the first 
part of the respondent’s postcode) requiring respondents to choose from a range of 
options. The questionnaires were pilot tested on members of the MS Society Research 
Network – people affected by MS who have expressed an interest in involvement in 
research. Revisions were made to the wording and structure of the questionnaire in light 
of the Research Network members’ comments. Copies of the final questionnaires are 
attached as appendices to this report. 

2.2.2. Sample 

The target population comprises members of the MS Society with a diagnosis of MS, 
living across the four nations, and their carers. The size of the target MS population 
(members of the MS Society recorded as having MS and willing to receive mail) was 
approximately 26,000. 
 
Names and addresses were selected from the MS Society membership database. 
Stratified random sampling was used to select 2000 people with MS across the four 
nations: 1680 from England, 60 from Northern Ireland, 180 from Scotland, and 80 from 
Wales (approximately 8% of the members from each nation).  

2.2.3. Survey administration 

A copy of each questionnaire was sent to the sample between 12 and 15 June 2009, 
along with a letter explaining the purpose of the survey. The closing date for responses 
was 15 July 2009. The survey was also available to complete online (at 
SurveyMonkey.com) via a link posted on the MS Society website. The survey was 
widely publicised through MS Society national magazines (MS Matters, MS Linc, MS 
Connect and MS NI magazine), branch newsletters and websites, support group 
newsletters and websites, direct mailings from MS Society care centres (Helen Ley, 
Leuchie, Woodlands and Brambles) and word of mouth. In order to promote the survey 
to non members there was a link on the Carers UK website and information was 
provided to the MS Professional Network and the UKMSSNA.  Participants were given 
the options of completing the questionnaire online or being sent a paper copy.  
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2.2.4. Data entry and analysis 

The online survey facility (SurveyMonkey.com) has an automatic data collection tool 
which allows data to be easily downloaded into an Excel spreadsheet. Data from the 
postal survey was entered onto SurveyMonkey.com by MS Society staff and volunteers 
and were coded as having been received by mail. The raw data from both surveys was 
then downloaded as an Excel spreadsheet and exported into SPSS Statistics 17.0 
(SPSS). Basic data analysis was undertaken by the MS Society Research team using 
SPSS. Percentages are rounded to integer values (with the exception of table 1), totals 
may therefore not always sum to 100% due to rounding. 
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3. Respondents 

3.1. Response rate 

1694 people responded to the survey in total, however, 58 of these were not permitted 
to complete the questionnaire as they were not part of the target population of the 
survey (for example, carers were unable to complete the questionnaire for people with 
MS). These cases were excluded from the analysis so that the total number of valid 
respondents was 1637. 
 
The postal survey had a satisfactory response rate of 26% (514 of 2000 questionnaires 
sent) amongst people with MS. In addition, 317 carers responded to the postal survey. 
Because it is not known how many of the people with MS who received the survey had 
an unpaid carer it is not possible to calculate the response rate amongst carers. A 
further 516 people with MS and 290 carers who were not part of the postal survey also 
responded.  
 
The number of respondents to the postal survey from Scotland, Northern Ireland and 
Wales and for each Strategic Health Authority in England ranged from 16-128. This 
represents between 0.5% and 1.5% of the estimated number of people with MS in 
each area (see Table 1). 
 
Table 1 Responses by area 

Area 
Estimated percentage of MS 
population captured by survey 

East Midlands SHA 0.8% 
East of England SHA 0.7% 
London SHA 1.0% 
North East SHA 1.2% 
North West SHA 0.7% 
Northern Ireland 0.5% 
Scotland 1.0% 
South Central SHA 1.1% 
South East Coast SHA 1.1% 
South West SHA 1.1% 
Wales 0.6% 
West Midlands SHA 1.5% 
Yorkshire and the Humber SHA 1.0% 
Total 1.0% 
*Source: General Practice Research Database and Office for National Statistics  

3.2. Demographic data 

Of the survey’s 1637 respondents, 1030 (63%) were people with MS and 607 (37%) 
were carers. The average respondent was white and female, aged between 51 and 65 
years, living with one other person and no-one living in their house was under the age of 
18 (see Table 2). 
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Table 2 Overall demographics 
Demographic people with MS Carers Total 
Age 
Under 18 0% 1% 0% 
18-30 1% 2% 2% 
31-50 23% 17% 21% 
51-65 48% 43% 46% 
Over 65 27% 37% 31% 
Total 100% 100% 100% 
Total n 990 585 1575 
Gender 
Male 32% 57% 41% 
Female 68% 43% 59% 
Total 100% 100% 100% 
Total n 975 577 1552 
Number of people living in household 
0 2% 1% 2% 
1 18% 5% 13% 
2 57% 71% 62% 
3 12% 14% 13% 
4 7% 7% 7% 
5 or more 4% 3% 3% 
Total 100% 100% 100% 
Total n 979 583 1562 
Number of people in household under 18 
0 88% 86% 87% 
1 7% 8% 7% 
2 4% 5% 5% 
3 1% 1% 1% 
4 0% 0% 0% 
5 or more 0% 0% 0% 
Total 100% 100% 100% 
Total n 962 578 1540 
Ethnicity 
White 97% 98% 97% 
Asian 1% 1% 1% 
Black 1% 1% 1% 
Mixed origin 1% 1% 1% 
Total 100% 100% 100% 
Total n 983 583 1566 
 
On average, the people with MS (respondents with MS and those whose situation was 
described by their carers) had secondary progressive MS (without relapses), had been 
diagnosed with MS more than 10 years ago, needed frequent care assistance, and 
were not in employment or education (see Table 3). They most frequently had an unpaid 
carer, who was their spouse or partner and who lived with them (see Tables 3 and 4). 
 
As might be expected, those with relapsing remitting MS were likely to have lower care 
needs than those with secondary progressive MS, who were in turn likely to have lower 
care needs than those with primary progressive MS. People with higher care needs 
were also likely to have had a diagnosis for a longer period. 
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Table 3 Additional information on respondents with MS 

 
Answered by 
person with MS 

Answered by 
carer Total 

Type of MS 
Relapsing remitting 18% 12% 16% 
Secondary progressive with 
relapses 

16% 16% 16% 

Secondary progressive without 
relapses 

27% 27% 27% 

Primary progressive 24% 30% 26% 
Do not know 15% 15% 15% 
Total 100% 100% 100% 
Total n 966 572 1538 
Time since diagnosis 
Less than 12 months 2% 1% 2% 
1-4 years 7% 6% 6% 
5-10 years 20% 16% 18% 
Over 10 years 72% 77% 74% 
Total 100% 100% 100% 
Total n 990 584 1574 
Level of assistance needed 
No assistance 5% 4% 4% 
Occasional assistance 27% 15% 23% 
Frequent assistance 37% 36% 37% 
Constant assistance 31% 46% 36% 
Total 100% 100% 100% 
Total n 955 574 1529 
Employment status 
In full-time employment 4% 4% 4% 
In part-time employment 8% 5% 6% 
Not in employment 89% 91% 90% 
Total 100% 100% 100% 
Total n 985 582 1567 
Education status 
In full-time education 0% 0% 0% 
In part-time education 2% 1% 1% 
Not in education 98% 100% 99% 
Total 100% 100% 100% 
Total n 974 584 1558 
Does respondent have an unpaid carer? 
Has an unpaid carer 73% N/A N/A 
Does not have an unpaid carer 27% N/A N/A 
Total 100% N/A N/A 
Total n 934 N/A N/A 
Note: the ‘answered by carers’ column provides information on the people with MS that 
the respondent cares for. 
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Table 4 Relationship between person with MS and unpaid carer 

 
Answered by 
people with MS 

Answered by 
carer Total 

Relationship between person with MS and unpaid carer 
Carer is spouse/partner 85% 85% 85% 
Carer is people with 
MS’s parent 5% 6% 

5% 

Carer is people with 
MS’s child 5% 5% 

5% 

Carer is other relative 3% 2% 2% 
Carer is friend/neighbour 3% 2% 2% 
Total 100% 100% 100% 
Total n 676 580 1256 
Living arrangements of person with MS and unpaid carer 
people with MS and 
carer live together 

91% 92% 91% 

people with MS and 
carer do not live together 

9% 9% 9% 

Total 100% 100% 100% 
Total n 673 574 1247 
Note: the ‘answered by carers’ column provides information on the people with MS that 
that the respondent cares for. 
 
On average, carers (respondents who were carers and carers described by 
respondents with MS) were also not in employment or education. However, they were 
less likely than people with MS to not be in paid employment (64% of carers compared 
to 90% of people with MS, see Tables 3 and 5). 
 
Table 5 Carer demographics 

 
Answered by 
person with MS 

Answered by 
carer Total 

Employment status 
In full-time employment 24% 19% 22% 
In part-time employment 13% 16% 14% 
Not in employment 63% 65% 64% 
Total 100% 100% 100% 
Total n 675 587 1262 
Education status 
In full-time education 1% 1% 1% 
In part-time education 0% 2% 1% 
Not in education 99% 98% 98% 
Total 100% 100% 100% 
Total n 671 585 1256 
Note: the ‘Answered by person with MS’ column provides information on their carers 
provided by people with MS. 
 
For comparison information on just those who responded to the postal survey is 
provided in Appendix 1. 
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4. Results 

4.1. Currently used services 

Table 6 presents the percentage of respondents that had used each of the respite care 
services at least once in the past year. Breaks in MS Society centres was the most 
frequent response from both people with MS (33%) and carers (31%), followed by day 
respite (16% overall) and holiday breaks (15% overall). 39% of respondents said that 
they had not used any respite care services in the last year (see Table 6). This 
proportion was even higher (49%) amongst respondents to the postal survey (see table 
7). 
 
Table 6 Service Use – people with MS and carers 
Respite care service people with 

MS Carers Total 

Breaks in MS Society centres 33% 31% 32% 
Breaks in residential or nursing homes 9% 14% 11% 
Breaks at the home of another individual 
or family who have been specially 
recruited 

1% 2% 1% 
 

Breaks at home through a care worker or 
sitting service 

5% 12% 8% 
 

Day respite 15% 19% 16% 
Holiday breaks 15% 15% 15% 
Respite breaks for both person with MS 
and carer together 

3% 5% 4% 
 

Befriending schemes where volunteers 
provide short breaks 

1% 1% 1% 
 

Respite care break in a hospital 2% 4% 3% 
Respite care break in a hospice 2% 2% 2% 
Other independently organised breaks 9% 9% 9% 
Did not use any of the above services 42% 35% 39% 
Total n 1030 607 1637 
 
It should be noted that as part of the consultation exercise the MS Society respite care 
centres wrote to people who had used their services inviting them to respond to the 
consultation. The overall consultation therefore included a large number of people who 
participated in the consultation as a direct result of their use of MS Society centres. 
When the results of the postal survey were analysed separately the most commonly 
used form of respite care was holiday breaks (18%), followed by day respite (14%) and 
breaks in MS Society centres (11%). Table 7 shows differences in service use between 
those who responded to the postal survey of randomly sampled MS Society members 
and those who responded following promotion of the consultation (referred to as 
‘additional respondents’) 
 



Table 7 Service Use – Overall survey and postal survey 
Respite care service Overall 

survey 
Postal survey Additional 

respondents only 
Breaks in MS Society centres 32% 11% 54% 
Breaks in residential or nursing 
homes 

11% 9% 13% 

Breaks at the home of another 
individual or family who have been 
specially recruited 

1% 
 

1% 1% 

Breaks at home through a care 
worker or sitting service 

8% 
 

5% 
 

11% 

Day respite 16% 14% 18% 
Holiday breaks 15% 18% 12% 
Respite breaks for both person with 
MS and carer together 

4% 
 

3% 
 

5% 

Befriending schemes where 
volunteers provide short breaks 

1% 
 

0% 
 

2% 

Respite care break in a hospital 3% 3% 3% 
Respite care break in a hospice 2% 1% 3% 
Other independently organised 
breaks 9% 9% 9% 

None of the above 39% 49% 29% 
Total n 1637 831 806 
 
As would be expected, respondents with higher care needs were more likely than those 
with lower care needs to have used any of the services listed (see Figure 1). However, 
even amongst those with high levels of care needs the use of respite care was not 
universal – 20% of those who required constant assistance had not used any service. 
 
Figure 1 Percentage of respondents to have or have not used any respite service by 
level of care need – people with MS and carers 
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4.1.1. Funding for currently used respite care 

For those respondents who had used a respite care service in the last year, 47% said 
that it had been funded by a local authority, either directly or via self directed support 
and 41% reported that they had self-funded the service (see Table 8). 
 
Table 8 Main source of funding for respite services 
Funding source people 

with MS Carers Total 

Self funded 42% 39% 41% 
Funded by a charity 6% 5% 6% 
Funded directly by the local authority 38% 36% 37% 
Funded by the local authority via self directed 
support 9% 11% 10% 

Funded by the NHS 6% 8% 7% 
Total 100% 100% 100% 
Total n 575 373 948 
Total funded by local authority (directly or via self 
directed support) 

47% 47% 47% 

 
People with higher care needs were less likely than people with lower care needs to self 
fund their respite care and more likely to identify their main source as funding as their 
local authority (social services), self directed support (Individual Budget or Direct 
Payment) or the NHS (Continuing Care) – see Figure 2. 
 
Figure 2 Main way that services are paid for by level of assistance needed (all 
respondents) 
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4.1.2. Perceptions of benefit and quality of currently used services 

Breaks in MS Society centres were clearly rated the most beneficial of all of the services 
both in terms of having any benefit (‘very beneficial’ and ‘quite beneficial’ combined) 
and of being rated as ‘very beneficial’ (81% rated them as very beneficial and 16% as 
quite beneficial) – see Figure 3. Breaks at home through a care worker were rated 
second highest in terms of having a benefit (93% rated the service as either ‘quite 
beneficial’ or ‘very beneficial’), followed by day respite (91% rated this as either ‘quite 
beneficial’ or ‘very beneficial’). However, the service most frequently rated as ‘very 
beneficial’ after breaks in MS Society centres were breaks for the person with MS and 
carer together (66% of respondents rated these types of breaks as ‘very beneficial’). 

Breaks in MS Society centres were also rated highest for the quality of the service, with 
78% of respondents rating the service as ‘very good’ and 16% as ‘good’ (94% in total) 
– see Figure 4. Breaks at home through a care worker and breaks for the person with 
MS and carer together followed with 90% of respondents rating each service as of 
‘good’ quality or ‘very good’ quality. Befriending schemes had the second highest 
percentage of respondents rating its quality as ‘very good’, however, this was based on 
the ratings of just 9 respondents and none of those respondents rated it as ‘good’, so 
this finding should be interpreted with caution. 

When analysis was restricted to the postal survey only, breaks in MS Society centres 
remained the most highly rated service for benefit, although the margin was smaller. It 
also remained the most highly rated service for quality, with the exception of breaks at 
the home of another individual or family and befriending schemes where volunteers 
provide short breaks which 100% of respondents rated as ‘very good’ or ‘good’. 
However, these were both based on very low numbers of respondents (7 and 2 
respectively) so again, the results should therefore be treated with caution. 

For the full data to the answers to these questions please see Appendix 2: Perception 
of benefit and Appendix 3: Perception of quality.



Figure 3  Benefit of services summary 
(people with MS and carers) 0% 20% 40% 60% 80% 100%

Figure 4  Quality of services summary  
(people with MS and carers) 0% 20% 40% 60% 80% 100% 
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In order to facilitate comparison between services, responses for benefit and quality 
were converted to a numerical scale (1= not beneficial, 2=quite beneficial and 
3=beneficial for benefit and 1=poor, 2= acceptable, 3=good and 4=very good for 
quality). Breaks in MS Society centres were ranked highest in terms of mean score for 
benefit and quality of service, followed by breaks for the person with MS and carer 
together and breaks at home through a care worker (see Tables 9 and 10). Please note 
the differences in scale between benefit (measured from 1-3) and quality (measured 
from 1-4). 
 
Table 9 Rank order of benefit of services (people with MS and carers) 

Rank 

Number Mean 
scoring score for 

Service service benefit 
1 Breaks in MS Society centres 525 2.78 
2 Breaks for person with MS and carer together 73 2.53 
2 Breaks at home through care worker 146 2.53 
4 Other independently organised break 163 2.52 
5 Day respite 272 2.46 
6 Breaks in a hospice 36 2.42 
7 Breaks in other residential or nursing homes 170 2.39 
8 Holiday breaks 261 2.36 
9 Breaks at the home of another individual 27 2.22 
9 Breaks in hospital 54 2.22 
11 Befriending schemes 16 2.00 

^ 1=not beneficial, 2= quite beneficial, 3=very beneficial 
 
 
Table 10 Rank order of quality of services (people with MS and carers) 

Rank 

Number Mean 
scoring score for 

Service service quality 
1 Breaks in MS Society centres 513 3.71 
2 Breaks for person with MS and carer together 67 3.49 
3 Breaks at home through care worker 134 3.39 
4 Breaks in a hospice 34 3.38 
5 Other independently organised breaks 152 3.31 
6 Day respite 259 3.29 
7 Befriending schemes 9 3.22 
8 Breaks at the home of another individual 16 3.06 
9 Holiday breaks 241 2.99 
10 Breaks in other residential or nursing homes 166 2.86 
11 Breaks in hospital 44 2.77 

^ 1=poor, 2= acceptable, 3=good, 4=very good 
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It should be noted that some of the services were rated differently by people with MS 
and carers. Significant differences were found between people with MS and carer mean 
ratings for benefit of the following services: 

• breaks in other residential or nursing homes 
• breaks at the home of another individual 
• breaks at home through a care worker 
• breaks in hospital. 

 
For each of these services, carers rated the service as more beneficial than people with 
MS. The biggest difference was for breaks at the home of another individual, where the 
difference between the mean rating of people with MS and carers was .73 – nearly a 
whole rank higher (the mean score for people with MS was 1.85 and for carers was 
2.57 - see Appendix 2). No significant differences were found between the ratings for 
quality of service. 
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Reasons for not using particular services 

For each of the services that respondents had not used in the last year, they were 
asked to specify the reason by selecting one of five options. The most common reason 
for all services, amongst both people with MS and carers was ‘personal choice’, 
followed by ‘not aware of the service’. Respondents were more likely to identify cost 
(15% people with MS and 14% carers) or lack of availability locally (13% people with 
MS and 20% carers) as the main reasons for not using MS Society centres than for any 
other service (see Tables 11 and 12). 

The answers from people with MS and carers were broadly similar. 

Table 11 Reasons for not using services given by people with MS 
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100% 455 Breaks in MS Society 
centres 

47% 13% 15% 22% 3% 

100% 639 Breaks in residential or 
nursing homes 

65% 6% 8% 20% 2% 
 

100% 667 Breaks at the home of 
another individual or family 

54% 13% 1% 31% 1% 
 

100% 629 Breaks at home through a 
care worker or sitting service 

59% 5% 2% 33% 1% 
 

100% 542 Day respite 63% 7% 1% 25% 4% 
100% 542 Holiday breaks 62% 5% 11% 19% 4% 
100% 643 Respite breaks for person 

with MS and carer together 
54% 7% 6% 31% 1% 

 

100% 669 Befriending schemes where 
volunteers provide short 
breaks 

49% 7% 0% 43% 1% 
 

100% 657 Respite care break in a 
hospital 

64% 8% 1% 26% 1% 

100% 654 Respite care break in a 
hospice 

64% 7% 1% 27% 1% 

100% 586 Other independently 
organised breaks 

47% 6% 5% 39% 2% 
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Table 12 Reasons for not using service given by carers 
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100% 326 Breaks in MS Society 
centres 

40% 20% 14% 24% 2% 

100% 412 Breaks in residential or 
nursing homes 

61% 10% 9% 20% 0% 
 

100% 455 Breaks at the home of 
another individual or family 

46% 15% 1% 37% 0% 
 

100% 388 Breaks at home through a 
care worker or sitting service 

56% 9% 1% 34% 1% 
 

100% 346 Day respite 60% 12% 1% 24% 3% 
100% 368 Holiday breaks 63% 6% 8% 21% 2% 
100% 430 Respite breaks for person 

with MS and carer together 
47% 12% 8% 32% 1% 

 

100% 449 Befriending schemes where 
volunteers provide short 
breaks 

47% 9% 0% 43% 0% 
 

100% 437 Respite care break in a 
hospital 

57% 14% 0% 29% 1% 

100% 445 Respite care break in a 
hospice 

57% 13% 0% 29% 0% 

100% 404 Other independently 
organised breaks 

44% 10% 4% 41% 2% 
 

 
People with MS with higher levels of assistance were more likely to select cost as the 
main reason for not using MS Society centres than people with lower levels of 
assistance, and less likely to select personal choice (see Table 13).  

Table 13 Reason for not having used breaks in MS Society centres by level of care 
need 

Not Level of Personal Too Unaware Transport Total available assistance choice locally expensive of service difficulties 
Occasional 
assistance 

59% 9% 6% 22% 4% 152 

Frequent 
assistance 

178 43% 15% 19% 21% 3% 

Constant 
assistance 100 37% 16% 22% 22% 3% 

Total 47% 13% 15% 22% 4% 430 
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4.2. Preferences for respite care  

4.2.1. Preferred services 

When asked to identify their preferred respite care services, the most common 
response amongst people with MS who had responded to the postal survey was 
holiday breaks, followed by MS Society centres (30% chose holiday breaks and 26% 
chose MS Society centres). When the additional respondents with MS were included 
these top two preferences were reversed (43% chose MS Society centres and 21% 
chose holiday breaks).  

Amongst all carers who responded the most common first preference was also MS 
Society centres (44% chose MS Society centres and 15% chose holiday breaks). This 
preference remained when analysis was restricted to the postal survey respondents 
only, but by a smaller margin (29% chose MS Society centres and 23% chose holiday 
breaks). 

The postal survey also showed a similar difference in the preferences between carers 
and people with MS for breaks in residential or nursing homes, with carers more likely 
to state them as their first preference (8% of carers and 5% of people with MS). 
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Figure 5 Rating of services (people with MS and carers, postal survey respondents only) 
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4.2.2. Important features of respite care 

Respondents were asked about the importance they attached to each of the following 
features for short breaks (of one day or less) and for longer breaks (of more than one 
day):  

• Specialist MS services  
• Range of social activities  
• Partner/family member able to join  
• That the service is local 

 
The results of these questions are presented in Figures 6 and 7 and Tables 13 and 14. 

Both people with MS and carers were more likely to identify the provision of specialist 
MS services as important or extremely important than any other feature, followed by the 
provision of a range of social activities. 
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Comparing between short and longer breaks both people with MS and carers were 
more likely to identify the provision of specialist services as important or extremely 
important for longer breaks than for shorter breaks, and more likely to identify closeness 
to home as important or extremely important for shorter breaks than for longer breaks. 

Carers were consistently more likely than people with MS to identify the provision of 
specialist services, the provision of a range of social activities and closeness to home as 
important or extremely important, for both shorter and longer breaks. Conversely carers 
were less likely than people with MS to identify a partner, family member or friend being 
able to join them as important or extremely important. Indeed a small majority of carers 
identified this as unimportant (53% for short breaks and 51% for longer breaks) 
compared to a small majority of people with MS identifying it as important or extremely 
important (55% for short breaks and 54% for longer breaks). This was the only feature 
which was identified as unimportant by the majority of either group. 
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Figure 6 Percentage of respondents to identify features of short respite as important 
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Figure 7 Percentage of respondents to identify features of residential respite as 
important 
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Table 14 people with MS importance of features of respite care services 
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Feature 
Short respite care services 

Provides specialist MS 
services 

24% 40% 36% 100% 76% 885 

Provides a range of social 
activities 

25% 48% 28% 100% 75% 881 

Partner, family member or 
friend is able to join 

45% 32% 23% 100% 55% 781 
(96 
N/A) 

Close to home, that it is less 
than 1 hours travel 

31% 37% 31% 100% 69% 869 
 

Residential respite care services 

Provides specialist MS 
services 

17% 43% 39% 100% 83% 871 

Provides a range of social 
activities 

23% 53% 24% 100% 77% 874 
 

Partner, family member or 
friend is able to join 

46% 29% 25% 100% 54% 787 
(80 
N/A) 

Close to home,  that it is less 
than 1 hours travel 

45% 37% 18% 100% 55% 863 
 

 
Table 15 Carer importance of features of respite care services  

E
xt

re
m

el
y 

im
po

rt
an

t 

Im
po

rt
an

t 

N
ot

 
im

po
rt

an
t 

To
ta

l 
im

po
rt

an
t 

To
ta

l n
 

To
ta

l 

Feature 
Short respite care services 

Provides specialist MS 
services 

19% 36% 45% 100% 81% 552 

Provides a range of social 
activities 

20% 43% 37% 100% 80% 550 
 

Partner, family member or 
friend is able to join 

53% 27% 20% 100% 47% 552 (0 
N/A) 

Close to home,  that it is less 
than 1 hours travel 

26% 39% 35% 100% 74% 544 
 

Residential respite care services 

Provides specialist MS 
services 

11% 38% 51% 100% 89% 548 

Provides a range of social 
activities 

19% 51% 30% 100% 81% 549 

Partner, family member or 
friend is able to join 

51% 29% 20% 100% 49% 542 

Close to home,  that it is less 
than 1 hours travel 

36% 42% 22% 100% 64% 539 

Note: For the importance of a partner, family member or friend being able to join, 
respondents were also given an option of ‘not applicable’, which is included as N/A. 
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The importance of different features varied depending on care needs – please see 
Appendix 5 (residential respite) and Appendix 6 (short respite) for additional tables. 

Both people with MS and carers identified the provision of specialist MS services for 
both short and longer residential breaks as increasingly important when the person with 
MS had higher care needs. The only feature to be identified as extremely important by a 
majority of a particular group of respondents was the provision of specialist MS services 
where the level of care need was constant. This was identified by a majority of people 
with MS (57% for short breaks and 62% for longer breaks) and carers (60% for short 
breaks and 61% for longer breaks). 

People with MS rated the provision of social activities as substantially more important 
for both short and longer breaks when their care needs were higher, compared to those 
with lower care needs. Conversely there was no clear trend amongst carers for 
increased importance of social activities with increased care needs. 

There was no clear trend for increased importance of closeness to home for longer 
respite care breaks as care needs increased, either for carers or people with MS. 
However the important of shorter breaks being close to home did increase with care 
needs for both people with MS and carers. 

The importance of a family member, partner or friend joining the person with MS 
decreased substantially as care needs increased for both people with MS and carers, 
and for both shorter and longer breaks. 
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Respondents were asked to select their most important consideration when choosing 
short respite away from home from four options: distance from home, tailoring to MS, 
social activities and partner, family member or friend being able to join them. The 
overwhelming majority chose tailoring to MS (51%), followed by partner, family or friend 
being able to join them (18%), social activities (17%) and lastly distance from home 
(14%) – see Figure 8 and Appendix 3. However, the proportion of people for whom 
tailoring to MS is their most important consideration is greater for people with constant 
and frequent assistance needs than those with occasional or no assistance needs – see 
Table 16. 
 
Figure 8 Most important consideration when choosing short respite away from home by 
level of care needed (people with MS and carers) 
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Table 16 Most important consideration when choosing short respite away from home 
by level of care needed (people with MS and carers)  

Partner Distance Tailoring to Social Level of assistance Total being able from home MS activities to join 
No assistance 7% 41% 29% 24% 42 
Occasional assistance 17% 35% 22% 27% 288 
Frequent assistance 14% 49% 18% 19% 494 
Constant assistance 12% 64% 13% 11% 504 
Total 14% 51% 17% 18% 1328 

Public Consultation on Respite Care  30



A majority of respondents (both people with MS and carers) stated that they would 
prefer short respite care services to be provided away from home rather than at home 
(55%) - see Table 16. The proportion was even higher for longer residential respite care 
services – 63% of respondents stated that they would prefer longer duration respite to 
take place away from home. People with MS and carers responses were broadly 
similar, although carers were slightly more likely to prefer home-based respite than 
people with MS – see Table 17. 
 
It is however important to note that there was a smaller but still substantial group of 
people (22% of people with MS and 25%) who expressed a preference for home-based 
respite care. 
 
Table 16 Preferences for short respite care services at home or away from home  

Preference people with MS Carers Total 
Strongly prefer home-based 12% 14% 13% 
Prefer home-based 10% 11% 10% 
Do not mind 21% 21% 21% 
Prefer away from home 32% 30% 31% 
Strongly prefer away from 
home 

25% 24% 25% 

Total 100% 100% 100% 
Total prefer home-based 22% 25% 23% 
Total prefer away from home 57% 54% 55% 
Total n 869 544 1413 
 
Table 17 Preferences for long respite care services at home or away from home  

Preference people with MS Carers Total 
Strongly prefer home-based 10% 13% 11% 
Prefer home-based 10% 10% 10% 
Do not mind 16% 16% 16% 
Prefer away from home 33% 31% 33% 
Strongly prefer away from 
home 

31% 30% 30% 

Total 100% 100% 100% 
Total prefer home-based 20% 23% 21% 
Total prefer away from home 64% 62% 63% 
Total n 856 545 1401 
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4.2.3. Preferred setting for respite care 

An overwhelming majority of people with MS and carers identified their preferred setting 
for respite care away from home as a holiday venue with care provided (66% of people 
with MS and 64% of carers). The second preference amongst people with MS was a 
holiday venue with no care provided (17%), followed by a residential or nursing home 
(13%).  The order of second and third preference was reversed for carers, 20% for 
residential or nursing homes and 10% for holiday venue with no care provided (see 
Table 18 and Figure 9). 
 
The preference of a majority of people with MS and carers for respite care in a holiday 
venue was sustained even when the analysis was restricted to those people who use 
MS Society centres, or people who need constant levels of assistance. 
 
Table 18 Preferred setting of residential respite away from home 

Preferred setting people with MS Carers Total 
Hospital 1% 1% 1% 
Hospice 4% 4% 4% 
Residential or nursing home 13% 20% 16% 
Holiday venue with care 
provided 

66% 64% 65% 

Holiday venue with no care 
provided 

17% 10% 14% 

Total 100% 100% 100% 
Total n 844 536 1380 
 
 
Figure 9 Preferred setting of residential respite away from home 
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Interestingly, of respondents who chose a break in a hospital, hospice or holiday venue 
(with or without care) as their preferred setting for residential respite care, the vast 
majority had not used such a service in the last year (71% for hospital, 81% for hospice 
and 81% for holiday venue - see Figure 10). In contrast, of respondents who chose a 
break at a residential or nursing home as their preferred setting for residential or respite 
care, the vast majority had used that service in the last year (80%).  
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Figure 10 Percentage of respondents who have or have not used their preferred setting 
for residential respite care 
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Note: Holiday venue with care provided (82%) and holiday venue without care provided 
(18%) have been combined in order to allow comparison with whether or not they have 
used the services. 
 
It should be noted that the number of respondents who chose a break in a hospital or 
hospice as their preferred setting was small so care should be taken in drawing 
conclusions from this.  
 
The results may indicate that there is a much larger unmet demand for residential 
respite care services at holiday venues than in residential or nursing homes. 
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5. Discussion 

The purpose of this study was to explore the use of respite care by people with MS, 
their views on those services and their preferences for respite care. The study was 
successful in obtaining the views of a large number of people affected by MS. Over 
1,600 people responded in total, of which approximately two-thirds were people with 
MS and one third were carers. 
 
The study took two approaches in order to solicit responses from people with MS and 
their carers: 
 

• Paper copies of the survey were sent to 2,000 members, selected at random 
from the approximately 26,000 MS Society members who have identified 
themselves as having MS. In order to ensure a representative response from 
across the four nations in which the Society operates the sampling was stratified 
by nation. Each member received a copy for them to complete themselves and 
a copy for their carer, if they had one, to complete. 

 
• Given that the MS Society is an active provider of respite care services it was felt 

important that any person with MS or carer who wished to respond to the 
consultation was also given the opportunity. The survey was therefore also 
made available online with paper copies available on request to anyone who 
wished to respond. The consultation was heavily publicised by MS Society staff 
and in MS Society publications and externally. 

 
Approximately half of those who responded had received the postal survey, with the 
remaining half responding as a result of the publicity for the consultation. 
 
The respondents tended to be older, and therefore were likely to have a higher level of 
disability, than the general UK population of people with MS. The study showed that the 
use of respite care increased with disability, with a minority (40%) of people requiring 
only occasional assistance having used respite care in the past year. This compared to 
a majority (65%) of people requiring frequent assistance and an even stronger majority 
(82%) of people requiring constant assistance. Therefore the bias in age and disability 
levels of the respondents is likely to mean that the study included a higher proportion of 
people who were current users of respite care than the general population of people 
with MS. 
 
The study highlighted the broad range of views of people affected by MS when it comes 
to preferences for respite care. If it was ever in doubt, the results clearly show that one 
type of service will not meet the needs of all people with MS and their carers. Despite 
this variety in views and preferences there were a number of clear findings. 
 
The overwhelming preference for longer residential respite care to take place in a 
holiday venue was surprising – four times as many people gave this as their preference 
than any other setting. This preference remained even when looking at the responses of 
just those people who had used MS Society homes. Of particular note is that of those 
who had given this as their first preference a huge majority (80%) had not used such a 
service in the past year. In comparison amongst those who gave residential or nursing 
homes as their first preference a similar majority had used the service. 
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This disparity between preferences for services and service use clearly indicates that 
something is amiss. Of those who indicated holiday breaks as their first preference but 
had not used them, the most common reasons were personal choice followed by not 
being aware of the service. Further work is needed to examine the provision of holiday 
respite breaks and the reasons people with MS to choose to use them or not. 
 
Overall people rated the respite care services that they do use as high quality, and 
found them to be beneficial. This is a reassuring finding for those currently providing 
respite care for people with MS. Of particularly relevance for the MS Society is the fact 
that breaks in MS Society centres scored higher for benefit and quality than any other 
service. 
 
Across all services the most common reason for not using a particular service was 
‘personal choice’, followed by ‘not aware of the service’. Cost, lack of availability, and 
transport difficulties were consistently cited less commonly than these two reasons. 
However cost and lack of availability were more likely to be cited as a reason for not 
using a break in an MS Society centre compared to any other service. This indicates 
that these may be barriers to access for some people and warrants further 
investigation. 
 
Overall tailoring to MS was considered to be the most important feature in a respite 
care service for both people with MS and their carers. It is clear that respondents value 
a service that has the specialist skills to support people with MS. This was even more 
important for people with higher care needs. However the questions on preferred 
respite care service did reveal some interesting differences between the views of carers 
and people with MS. 
 
Carers found a number of features to be more important that people with MS: the 
provision of specialist services, the provision of a range of social activities and locality of 
service. Conversely a majority of carers did not feel that being able to join the people 
with MS who they care for was important, compared to a (albeit small) majority of 
people with MS who did. 
 
Anecdotal evidence had previously suggested to MS Society staff that people 
increasingly wanted respite care that allowed the person with MS and their carer to stay 
together. The relatively large numbers of both carers and people with MS who did not 
feel this was important was surprising and warrants further investigation. 
 
For both people with MS and carers the importance of specialist MS services and social 
activities increased for longer respite, whilst the importance of being close to home 
decreased. For longer respite the importance of the people with MS and carer being 
able to be together decreased for people with MS and increased for carers (but still a 
majority felt it was not important).  
 
These differences in the views of carers and people with MS continued when 
respondents were asked to give their 1st nd rd, 2  and 3  choice of preferred service. For 
people with MS the most frequent first choice was holiday breaks, followed by breaks in 
MS Society centres. These orders were reversed for carers.  There was also a stronger 
preference amongst carers for breaks in residential or nursing homes. 
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This report demonstrates the high quality of existing respite care provision, and that 
those who use it find it to be beneficial. However in terms of choice and control, whilst 
they may find the service beneficial, it is not necessarily the service that they would 
prefer. It is clear that further work needs to be done to develop services to meet needs 
and preferences of all people with MS and their carers. In particular it is clear that many 
people affected by MS want respite care services in holiday settings, with access to 
care provision. Furthermore the value of specialist support to people with MS and 
access to a range of social activities should not be underestimated. Although not all 
people with MS will want their partner to join them on respite care breaks, services 
should make this option available to those that do.  

The findings of this survey will be combined with the report from the 16 focus groups 
which were held across the UK with people with MS and carers alongside other data 
gathered on the use of MS Society respite services and other available respite services. 
This will inform the development of the MS Society’s respite care strategy. 
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6. Appendices  

Public Consultation on Respite Care – Appendix 1  37



6.1. Appendix 1 – Demographic information on respondents 
to the postal survey 

 
Table 1 (A1) Overall demographics of respondents - postal survey 
Demographic People with MS Carers Total 
Age 
Under 18 0% 1% 0% 
18-30 1% 2% 1% 
31-50 25% 21% 23% 
51-65 46% 38% 43% 
Over 65 29% 39% 33% 
Total 100% 100% 100% 
Total n 511 315 826 
Gender 
Male 26% 65% 41% 
Female 74% 35% 59% 
Total 100% 100% 100% 
Total n 506 307 813 
Number of people living in Household 
0 3% 0% 2% 
1 18% 3% 13% 
2 55% 72% 62% 
3 11% 12% 12% 
4 9% 9% 9% 
5 or more 4% 3% 3% 
Total 100% 100% 100% 
Total n 512 312 824 
Number of people in household under 18 
0 86% 84% 85% 
1 8% 10% 9% 
2 5% 6% 5% 
3 1% 1% 1% 
4 0% 0% 0% 
5 or more 0% 0% 0% 
Total 100% 100% 100% 
Total n 500 310 810 
Ethnicity 
White 97% 97% 97% 
Asian 1% 1% 1% 
Black 1% 1% 1% 
Mixed origin 1% 1% 1% 
Total 100% 100% 100% 
Total n 509 312 821 
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Table.2 (A1) Additional information on respondents with MS - postal survey  
 Answered by 

person with MS 
Answered by 
carers 

Total 

Type of MS 
Relapsing remitting 22% 17% 20% 
Secondary progressive 
with relapses 

17% 17% 17% 

Secondary progressive 
without relapses 

22% 22% 22% 

Primary progressive 22% 26% 23% 
Do not know 17% 17% 17% 
Total 100% 100% 100% 
Total n 498 307 805 
Time since diagnosis 
Less than 12 months 1% 1% 1% 
1-4 years 7% 7% 7% 
5-10 years 22% 20% 21% 
Over 10 years 69% 72% 70% 
Total 100% 100% 100% 
Total n 512 314 826 
Level of assistance needed 
No assistance 7% 6% 6% 
Occasional assistance 36% 23% 31% 
Frequent assistance 33% 39% 36% 
Constant assistance 24% 32% 27% 
Total 100% 100% 100% 
Total n 482 309 791 
Employment status 
In full-time employment 6% 6% 6% 
In part-time employment 10% 7% 9% 
Not in employment 84% 86% 85% 
Total 100% 100% 100% 
Total n 513 314 827 
Education status 
In full-time education 0% 0% 0% 
In part-time education 1% 1% 1% 
Not in education 98% 99% 99% 
Total 100% 100% 100% 
Total n 503 315 818 
Note: the ‘carer’ column provides information on the person with MS that that the 
respondent cares for. 
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Table 3 (A1) Relationship between person with MS and unpaid carer - postal survey 
Answered by 
person with MS 

Answered by 
carers Total  

Relationship between people with MS and unpaid carer 
86% 90% Carer is spouse/partner 88% 

Carer is person with MS’s 
parent 5% 4% 4% 

4% 4% Carer is person with MS’s child 4% 
1% 1% Carer is other relative 1% 
4% 2% Carer is friend/neighbour 4% 

Total 100% 100% 100% 
Total n 338 312 650 
Living arrangements of people with MS and unpaid carer 

91% 94% Person with MS and carer live 
together 

92% 

9% 6% Person with MS and carer do 
not live together 8% 

Total 100% 100% 100% 
Total n 339 310 649 
Note: the ‘carer’ column provides information on the people with MS that that the 
respondent cares for. 
 
 
Table 4 (A1)Carer demographics - postal survey 
Employment status 
In full-time employment 26% 22% 24% 
In part-time employment 12% 16% 14% 
Not in employment 62% 62% 62% 
Total 100% 100% 100% 
Total n 338 315 653 
Education status 
In full-time education 1% 1% 1% 
In part-time education 0% 1% 1% 
Not in education 99% 98% 99% 
Total 100% 100% 100% 
Total n 337 316 652 
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6.2. Appendix 2: Perception of benefit  
 

Table 1 (A2) Perception of how beneficial service was found to be 
 Answered by 

people with MS 
Answered by 
carers Total 

Breaks in MS Society centres 
Not beneficial 3% 4% 3% 
Quite beneficial 19% 11% 16% 
Very beneficial 79% 86% 82% 
Total 100% 100% 100% 
Total n 337 188 525 
Breaks in residential or nursing homes 
Not beneficial 17% 11% 14% 
Quite beneficial 43% 21% 33% 
Very beneficial 40% 68% 53% 
Total 100% 100% 100% 
Total n 89 81 170 
Breaks at the home of another individual or family  
Not beneficial 54% 14% 33% 
Quite beneficial 8% 14% 11% 
Very beneficial 39% 71% 56% 
Total 100% 100% 100% 
Total n 13 14 27 
Breaks at home through a care worker or sitting service 
Not beneficial 12% 3% 10% 
Quite beneficial 40% 27% 38% 
Very beneficial 49% 71% 53% 
Total 100% 100% 100% 
Total n 68 14 82 
Day respite 
Not beneficial 10% 8% 9% 
Quite beneficial 35% 38% 36% 
Very beneficial 55% 55% 55% 
Total 100% 100% 100% 
Total n 155 117 272 
Holiday breaks 
Not beneficial 13% 14% 13% 
Quite beneficial 36% 42% 38% 
Very beneficial 51% 44% 48% 
Total 100% 100% 100% 
Total n 168 117 285 
Respite breaks for person with MS and carer together 
Not beneficial 17% 6% 11% 
Quite beneficial 17% 28% 23% 
Very beneficial 66% 66% 66% 
Total 100% 100% 100% 
Total n 41 52 93 
(Continues over page) 
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Befriending schemes where volunteers provide short breaks 
Not beneficial 46% 40% 44% 
Quite beneficial 9% 20% 12% 
Very beneficial 46% 40% 44% 
Total 100% 100% 100% 
Total n 11 5 16 
Respite care break in a hospital 
Not beneficial 37% 17% 28% 
Quite beneficial 27% 17% 23% 
Very beneficial 37% 67% 50% 
Total 100% 100% 100% 
Total n 30 24 54 
Respite care break in a hospice 
Not beneficial 25% 19% 22% 
Quite beneficial 20% 6% 14% 
Very beneficial 55% 75% 64% 
Total 100% 100% 100% 
Total n 20 16 36 
Other independently organised breaks 
Not beneficial 11% 15% 12% 
Quite beneficial 25% 23% 24% 
Very beneficial 65% 62% 64% 
Total 100% 100% 100% 
Total n 102 61 163 
 
 
Table 2 (A2) Perception of how beneficial service was found to be (postal survey) 

Answered by 
people with MS 

Answered by 
carers  Total 

Breaks in MS Society centres 
Not beneficial 5% 8% 7% 
Quite beneficial 21% 8% 14% 
Very beneficial 74% 84% 79% 
Total 100% 100% 100% 
Total n 57 58 115 
Breaks in residential or nursing homes 
Not beneficial 8% 14% 11% 
Quite beneficial 47% 19% 33% 
Very beneficial 44% 68% 56% 
Total 100% 100% 100% 
Total n 56 57 113 
Breaks at the home of another individual or family  
Not beneficial 33% 22% 23% 
Quite beneficial 0% 11% 10% 
Very beneficial 67% 67% 67% 
Total 100% 100% 100% 
Total n 3 23 26 
(Continues over page) 
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Breaks at home through a care worker or sitting service 
Not beneficial 4% 9% 6% 
Quite beneficial 38% 26% 32% 
Very beneficial 58% 65% 61% 
Total 100% 100% 100% 
Total n 24 23 47 
Day respite 
Not beneficial 10% 6% 6% 
Quite beneficial 27% 31% 33% 
Very beneficial 63% 63% 61% 
Total 100% 100% 100% 
Total n 73 49 122 
Holiday breaks 
Not beneficial 8% 11% 9% 
Quite beneficial 36% 41% 38% 
Very beneficial 56% 48% 53% 
Total 100% 100% 100% 
Total n 95 64 159 
Respite breaks for person with MS and carer together 
Not beneficial 8% 20% 13% 
Quite beneficial 31% 20% 26% 
Very beneficial 62% 60% 61% 
Total 100% 100% 100% 
Total n 13 10 23 
Befriending schemes where volunteers provide short breaks 
Not beneficial 33% 100% 22% 
Quite beneficial 33% 0% 22% 
Very beneficial 33% 0% 57% 
Total 100% 100% 100% 
Total n 13 2 28 
Respite care break in a hospital 
Not beneficial 24% 18% 22% 
Quite beneficial 18% 27% 22% 
Very beneficial 59% 55% 57% 
Total 100% 100% 100% 
Total n 17 11 28 
Respite care break in a hospice 
Not beneficial 40% 50% 44% 
Quite beneficial 40% 25% 33% 
Very beneficial 20% 25% 22% 
Total 100% 100% 100% 
Total n 5 4 9 
Other independently organised breaks 
Not beneficial 6% 11% 9% 
Quite beneficial 26% 22% 24% 
Very beneficial 69% 68% 68% 
Total 100% 100% 100% 
Total n 54 57 111 
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Table 3 (A2) Difference between PwMS and carer perceptions of benefit of the service 
(all respondents) 

Mean – Mean – Mean Service PwMS^ carers^ difference 
Breaks in MS Society centres 2.76 2.82 -0.06 
Breaks in other residential or nursing homes 2.24 2.57 -0.33 
Breaks at the home of another individual 1.85 2.57 -0.73 
Breaks at home through care worker 2.37 2.68 -0.31 
Day respite 2.45 2.47 -0.02 
Holiday breaks 2.39 2.30 0.09 
Breaks for R and carer together 2.49 2.59 -0.11 
Befriending scheme 2.00 2.00 0.00 
Breaks in hospital 2.00 2.50 -0.50 
Breaks in hospice 2.30 2.56 -0.26 
Other independently organised break 2.54 2.48 0.06 

^ 1=not beneficial, 2= quite beneficial, 3=very beneficial 
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6.3. Appendix 3: Perception of quality  
 
Table 1 (A3) Perceptions of the quality of the service 
 Answered by 

people with MS 
Answered by 
carers Total 

Breaks in MS Society centres 
Poor  1% 2% 1% 
Acceptable 5% 4% 4% 
Good 16% 18% 16% 
Very Good 79% 77% 78% 
Total 100% 100% 100% 
Total n 330 185 513 
Breaks in residential or nursing homes 
Poor  14% 11% 13% 
Acceptable 20% 20% 20% 
Good 34% 40% 37% 
Very Good 33% 29% 31% 
Total 100% 100% 100% 
Total n 86 80 166 
Breaks at the home of another individual or family  
Poor  14% 0% 6% 
Acceptable 14% 0% 6% 
Good 43% 78% 63% 
Very Good 29% 22% 25% 
Total 100% 100% 100% 
Total n 7 9 16 
Breaks at home through a care worker or sitting service 
Poor  0% 0% 0% 
Acceptable 12% 8% 10% 
Good 48% 37% 42% 
Very Good 40% 55% 49% 
Total 100% 100% 100% 
Total n 58% 76 134 
Day respite 
Poor  1% 4% 2% 
Acceptable 15% 14% 15% 
Good 34% 40% 36% 
Very Good 50% 43% 47% 
Total 100% 100% 100% 
Total n 145 114 259 
Holiday breaks 
Poor  6% 6% 6% 
Acceptable 21% 28% 23% 
Good 41% 31% 37% 
Very Good 33% 36% 34% 
Total 100% 100 100% 
Total n 154 87 241 
(Continues over page) 
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Respite breaks for person with MS and carer together 
Poor  6% 0% 3% 
Acceptable 3% 13% 7% 
Good 22% 32% 27% 
Very Good 69% 55% 63% 
Total 100% 100% 100% 
Total n 56 31 67 
Befriending schemes where volunteers provide short breaks 
Poor  25% 0% 11% 
Acceptable 0% 40% 22% 
Good 75% 0% 0% 
Very Good 0% 60% 67% 
Total 100% 100% 100% 
Total n 4 5 9 
Respite care break in a hospital 
Poor  13% 19% 16% 
Acceptable 26% 19% 23% 
Good 26% 33% 30% 
Very Good 35% 29% 32% 
Total 100% 100% 100% 
Total n 23 21 44 
Respite care break in a hospice 
Poor  15% 0% 9% 
Acceptable 5% 13% 9% 
Good 25% 7% 18% 
Very Good 55% 79% 65% 
Total 100% 100% 100% 
Total n 20 14 34 
Other independently organised breaks 
Poor  7% 2% 5% 
Acceptable 6% 19% 11% 
Good 27% 38% 31% 
Very Good 60% 41% 53% 
Total 100% 100% 100% 
Total n 94 58 152 
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Table 2 (A3) Postal survey –perceptions of the quality of the service 
  Answered by people with 

MS Answered by carers Total 
 Breaks in MS Society centres 
Poor 2% 3% 2% 
Acceptable 7% 0% 4% 
Good 15% 32% 22% 
Very good 76% 65% 72% 
Total 100% 100% 100% 
Total n 55 37 92 
Breaks in residential or nursing homes 
Poor 5% 8% 7% 
Acceptable 22% 19% 20% 
Good 30% 27% 28% 
Very good 43% 46% 45% 
Total 100% 100% 100% 
Total n 37 37 74 
Breaks at the home of another individual or family 
Poor 0% 0% 0% 
Acceptable 0% 0% 0% 
Good 50% 80% 71% 
Very good 50% 20% 29% 
Total 100% 100% 100% 
Total n 2 5 7 
Breaks at home through a care worker or sitting service 
Poor 0% 0% 0% 
Acceptable 10% 9% 9% 
Good 43% 36% 40% 
Very good 48% 55% 51% 
Total 100% 100% 100% 
Total n 21 22 43 
Day respite 
Poor 1% 4% 3% 
Acceptable 13% 10% 12% 
Good 33% 43% 37% 
Very good 53% 43% 49% 
Total 100% 100% 100% 
Total n 70 49 119 
Holiday breaks 

3% 7% 5% Poor 
21% 21% 21% Acceptable 
40% 35% 38% Good 
35% 38% 36% Very good 
100% 100% 100% Total 
89 58 147 Total n 

(Continues over page) 
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Respite breaks for person with MS and carer together 

0% 0% 0% Poor 
8% 18% 13% Acceptable 
33% 27% 30% Good 
58% 55% 56% Very good 
100% 100% 100% Total 
12 11 23 Total n 

Befriending schemes where volunteers provide short breaks 
0% 0% 0% Poor 
0% 0% 0% Acceptable 
0% 0% 0% Good 
100% 100% 100% Very good 
100% 100% 100% Total 
1 1 2 Total n 

Respite care break in a hospital 
0% 0% 0% Poor 
31% 14% 25% Acceptable 
15% 43% 25% Good 
54% 43% 50% Very good 
100% 100% 100% Total 
13 7 20 Total n 

Respite care break in a hospice 
33% 0% 22% Poor 
17% 33% 22% Acceptable 
33% 33% 33% Good 
17% 33% 22% Very good 
100% 100% 100% Total 
6 3 9 Total n 

Other independently organised breaks 
6% 3% 5% Poor 
8% 9% 8% Acceptable 
28% 33% 30% Good 
59% 55% 57% Very good 
100% 100% 100% Total 
51 33 84 Total n 
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Table 3 (A3) Difference between PwMS and carer perceptions of quality of the service 
(all respondents) 

Service Mean – 
PwMS^ 

Mean – 
carers^ 

Mean 
difference 

Breaks in MS Society centres 3.72 3.69 0.04 
Breaks in other residential or nursing 
homes 2.85 2.86 -0.01 
Breaks at the home of another individual 2.86 3.22 -0.37 
Breaks at home through care worker 3.28 3.47 -0.20 
Day respite 3.34 3.22 0.12 
Holiday breaks 3.00 2.97 0.03 
Breaks for R and carer together 3.56 3.42 0.14 
Befriending scheme 3.25 3.20 0.05 
Breaks in hospital 2.83 2.71 0.11 
Breaks in hospice 3.20 3.64 -0.44 
Other independently organised break 3.38 3.19 0.19 

^ 1=poor, 2= acceptable, 3=good, 4=very good 
 



6.4. Appendix 4: Additional on rating of services by first, second and third choice 
 

st nd rdTable 1 (A4) Service rating by 1 , 2  and 3  choice 
 Answered by people with MS Answered by carers 
Respite care service 1st 2nd 3rd 1st 2nd 3rd 
Breaks in MS Society centres 43% 13% 8% 44% 13% 7% 
Breaks in residential or nursing homes 4% 11% 8% 6% 15% 9% 
Breaks at the home of another individual 
or family 

1% 3% 6% 2% 3% 4% 

Breaks at home through a care worker or 
sitting service 

4% 8% 8% 7% 12% 12% 

Day respite 6% 12% 13% 6% 11% 12% 
Holiday breaks 21% 13% 8% 15% 11% 7% 
Respite breaks for person with MS and 
carer together 

11% 18% 13% 12% 16% 14% 

Befriending schemes where volunteers 
provide short breaks 

1% 2% 6% 2% 2% 4% 

Respite care break in a hospital 1% 2% 3% 1% 3% 4% 
Respite care break in a hospice 1% 3% 4% 1% 4% 6% 
Other independently organised breaks 8% 14% 23% 5% 9% 21% 
Total 100% 100% 100% 100% 100% 100% 
Total n 829 737 689 

 

505 466 436 
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Table 2 (A4) Postal survey service rating by 1st, 2nd and 3rd choice 
 Answered by people with MS Answered by carers 
Respite care service 1st 2nd 3rd 1st 2nd 3rd 
Breaks in MS Society centres 26% 12% 10% 29% 10% 9% 
Breaks in residential or nursing homes 5% 8% 6% 8% 8% 7% 
Breaks at the home of another individual 
or family 

2% 3% 6% 1% 4% 2% 

Breaks at home through a care worker or 
sitting service 

4% 6% 6% 5% 8% 11% 

Day respite 7% 13% 14% 9% 11% 12% 
Holiday breaks 30% 16% 8% 23% 16% 8% 
Respite breaks for person with MS and 
carer together 

13% 19% 13% 14% 21% 15% 

Befriending schemes where volunteers 
provide short breaks 

1% 2% 6% 1% 3% 5% 

Respite care break in a hospital 1% 1% 4% 1% 3% 4% 
Respite care break in a hospice 0% 2% 4% 1% 2% 4% 
Other independently organised breaks 10% 17% 23% 8% 11% 22% 
Total 100% 100% 100% 100% 100% 100% 
Total n 415 382 355 

 

259 244 226 

Public

 
 
 



6.5. Appendix 5: Importance of individual features of 
residential respite by level of care need 

Table 1 (A5) Importance of specialist MS services for residential respite care by level of 
care need 
  Not important Important Extremely important Total  
People with MS 
No assistance 29% 54% 17% 24 
Occasional 
assistance 

28% 52% 20% 214 

Frequent assistance 16% 49% 35% 324 
Constant assistance 8% 30% 62% 274 
Total 17% 44% 40% 836 

Carers 
No assistance 11% 47% 42% 19 
Occasional 
assistance 

23% 42% 35% 79 

Frequent assistance 9% 46% 45% 191 
Constant assistance 9% 29% 61% 249 
Total 11% 38% 51% 538 

 
Table 2 (A5) Importance of social activities for residential respite care by level of care 
need 
  Not important Important Extremely important Total 
People with MS 
No assistance 17% 63% 21% 24 
Occasional 
assistance 

19% 61% 20% 214 

Frequent assistance 23% 56% 21% 323 
Constant assistance 26% 42% 32% 278 
Total 23% 53% 24% 839 

Carers  
No assistance 21% 47% 32% 19 
Occasional 
assistance 

15% 57% 28% 79 

Frequent assistance 16% 56% 28% 191 
Constant assistance 22% 45% 33% 250 
Total 19% 51% 30% 539 
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Table 3 (A5) Importance of partner being able to join the person with MS for residential 
respite care by level of care need 
  Not important Important Extremely important Total 
People with MS  
No assistance 30% 30% 40% 20 
Occasional 
assistance 

35% 35% 30% 193 

Frequent assistance 48% 28% 24% 295 
Constant assistance 55% 25% 20% 246 
Total 46% 29% 25% 754 

Carers 
No assistance 11% 42% 47% 19 
Occasional 
assistance 

28% 33% 39% 78 

Frequent assistance 48% 32% 20% 188 
Constant assistance 64% 23% 13% 247 
Total 52% 28% 20% 532 

 
Table 4 (A5) Importance of residential respite care being close to home for by level of 
care need 
  Not important Important Extremely important Total 
People with MS 
No assistance 58% 21% 21% 24 
Occasional 
assistance 

46% 40% 15% 211 

Frequent assistance 50% 38% 12% 323 
Constant assistance 41% 34% 26% 271 
Total 46% 37% 17% 829 

Carers 
No assistance 33% 39% 28% 18 
Occasional 
assistance 

36% 38% 26% 77 

Frequent assistance 42% 42% 16% 187 
Constant assistance 33% 41% 26% 247 
Total 37% 41% 23% 529 
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6.6. Appendix 6: Importance of individual features of short 
respite by level of care need 
 
Table 1 (A6) Importance of specialist MS services for short respite care by level of care 
need 
  Not important Important Extremely important Total 
People with MS 
No assistance 30% 48% 22% 27 
Occasional 
assistance 

33% 52% 15% 224 

Frequent assistance 22% 44% 35% 326 
Constant assistance 17% 26% 57% 273 
Total 24% 40% 36% 850 

Carers 
No assistance 26% 47% 26% 19 
Occasional 
assistance 

36% 49% 15% 80 

Frequent assistance 15% 45% 40% 192 
Constant assistance 16% 24% 60% 250 
Total 19% 36% 45% 541 

 
Table 2 (A6) Importance of social activities for short respite care by level of care need 
  Not important Important Extremely important Total 
People with MS 
No assistance 26% 56% 19% 27 
Occasional 
assistance 

23% 55% 22% 220 

Frequent assistance 25% 51% 24% 329 
Constant assistance 26% 38% 36% 272 
Total 25% 48% 27% 848 

Carers 
No assistance 26% 37% 37% 19 
Occasional 
assistance 

19% 54% 28% 80 

Frequent assistance 18% 49% 33% 191 
Constant assistance 21% 36% 43% 249 
Total 20% 43% 37% 539 
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Table 3 (A6) Importance of partner being able to join the person with MS for short 
respite care by level of care need 
  Not important Important Extremely important Total 
People with MS 
No assistance 35% 30% 35% 23 
Occasional 
assistance 

37% 37% 26% 192 

Frequent assistance 49% 31% 20% 294 
Constant assistance 48% 30% 23% 239 
Total 45% 32% 23% 748 

Carers 
No assistance 42% 5% 53% 19 
Occasional 
assistance 

31% 33% 36% 81 

Frequent assistance 51% 32% 18% 190 
Constant assistance 63% 23% 14% 251 
Total 53% 27% 20% 541 

 
Table 4 (A6) Importance of short respite care being close to home for by level of care 
need 
  Not important Important Extremely important Total 
People with MS 
No assistance 32% 52% 16% 25 
Occasional 
assistance 

37% 36% 27% 219 

Frequent assistance 30% 42% 29% 322 
Constant assistance 28% 32% 40% 268 
Total 31% 37% 31% 834 

Carers 
No assistance 29% 35% 35% 17 
Occasional 
assistance 

25% 45% 30% 80 

Frequent assistance 28% 41% 31% 190 
Constant assistance 25% 35% 41% 246 
Total 26% 39% 36% 533 
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