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RESPITE CARE REVIEW 
 
1  Summary 
 
1.1 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.  The MS Society Strategy states: 
 
RAISING STANDARDS OF CARE – We will:  

• set out a strategy for the future of day and respite care services 
for people with MS 

 
PRINCIPLES OF WORKING: 

• putting people affected by MS at the centre of all our work 
• involving people with MS in every aspect of our work 
• promoting equity of access to high quality services for all people 

affected by MS 
• promoting the independence dignity and self determination of all 

people affected by MS 
  
1.2 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, 
it is imperative that we carry out a needs led, evidence based review 
which identifies: 

• the diverse needs of people with MS now and in the future 
• the diverse needs of carers and families 
• current respite care provision (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 
 

1.3 It is important that this review does not take place in isolation and we 
must take note of the current political agenda in health and social care 
across the UK including the specific arrangements and context in N 
Ireland, Scotland and Cymru.  Core frameworks include: 

• The National Service Framework (NSF) for Long Term Conditions 
• The NHS Next Stage Review (Darzi) 
• Personalisation in adult social care – Putting People First 
• The National Carers Strategy 

 
1.4 The MS Society currently provides access to short term residential 

respite care in four centres: 
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• Leuchie House – North Berwick, East Lothian (20 beds) 
• Woodlands – York (24beds) 
• Helen Ley – Leamington Spa, Warwickshire (24 beds) 
• Brambles – Horley, Surrey (28 beds) 

 
These centres have developed over a number of years and in the main 
were developed to meet needs identified locally rather than following a 
strategic decision nationally to provide respite care in this way.  

 
1.5 The cost to the MS Society of subsidising the respite care centres in 

England in 2009 is estimated at £1.8 million and in Scotland £900,000   
 
1.6 The MS Society’s Preferred Provider Scheme accredits other good 

quality respite care services and a small number of respite care beds 
are commissioned by the Society from local authorities.   

 
2 Recommendations 

The Board is recommended to: 
 
2.1 agree the proposed scope of the Respite Care Review, as per 

Appendix A 
 
2.2 approve a proposed timetable and process outlined in Appendix B 
 
3 Aims of Paper 
 
3.1  This paper aims to: 

• inform the Board of the proposed scope of the respite care review  
• highlight the proposed timetable and process to undertake the 

review  
 
4 4 Nations Issues 
 
4.1 The Respite Care Review is UK wide and will require 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.   

 
4.2 In addition the Review must take into account the different legislation 

and health and social care structures which relate to respite care across 
the UK.  In order to capture this we must utilise the expertise available 
within the Society across England, Cymru, Scotland and Northern 
Ireland.  

 
5 Next Steps 
 
5.1 See appendix B  
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6 Deliverables  
 
6.1 The following deliverables are envisaged: 
 

• Interim report to Board on need and current provision - August 2009 
• Respite review presentation to 2009 AGM – ‘where we are now’ 
• Recommendations on future strategy to Board May 2010 
• Positive experiences of consultation for people affected by MS, 

members, volunteers and staff and absence of significant negative 
feedback 

• Implementation of recommendations of review from 2011 onwards 
• MS Society respite strategy reflects the diverse experiences, wishes 

and preferences of people with MS their families and carers.  
 

7 Risk implications 
 
7.1 A risk register will be developed as part of this review.  Risk mitigation 

will be by: 
• a clear and transparent process of communication and consultation 

with members and others 
• careful and effective planning and implementation 
• regular reporting to the Board and other stakeholders on progress 

 
9 Resource implications 
 
9.1 Continuing input from the care services team and meeting time will be 

required from the ‘task and finish’ group and external reference group.  
External resources to support the review are in place and provision has 
been made in the budget for 2009, and will be made in the budget to be 
proposed for 2010. 

 
10 Communications  
 
10.1 The ‘task and finish’ group will be supported by communications staff to 

draw up a comprehensive plan.  Staff and members have already been 
informed of the respite care review through the 2008 AGM and staff 
conference in January 2009. 

 
 
Appendices 
 
Appendix A - Scope of the respite care review 
Appendix B – Outline timetable for the respite care review 
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Appendix A 
RESPITE CARE REVIEW 
SCOPING DOCUMENT 
 
Project Name:          Respite Care Review  
Review Leader: Debra Garside – Head of Care Services 
 

1 Introduction 

1.1 The aims of this review are to identify the needs and preferences of 
people with MS, their families and carers and establish a baseline position for 
the service and so describe “where we are now”. The review will also make 
recommendations on how we might want to use our resources to meet both the 
national policy agendas across the UK and our own 5 year Strategy and so 
establish “where we want to be”. Finally, the review will provide a route map of 
how we might implement any necessary changes and so describe “how are we 
going to get there”. 

1.2 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 may be offered in a wide variety of ways including: 

• breaks in respite-only units (specialist guest houses, community flats, 
purpose-built or adapted houses) 
• breaks in care homes 
• breaks in the home of another individual or family who have been 
specially recruited (such as adult placement schemes) 
• breaks at home through a care attendant or sitting service 
• facilitated access to clubs, interest or activity groups 
• holiday breaks 
• supported breaks for the person with care needs and their carer together 
• befriending schemes where volunteers provide short breaks 
• peer support groups ( e.g. for young carers) 
• breaks in supported accommodation 
• breaks using self-directed support 

1.3 Some forms of day care may also be seen as within the definition of 
respite. Although befriending is a service for the person with MS, it is included 
because breaks providing alternative recreation with a befriending escort, 
which are regular and long enough, can also provide a break for the carer. 

1.4 Other support, such as providing minor equipment can be vital to help 
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facilitate breaks in some of the above settings or in the home of family or 
friends. 

1.5 Respite is effective in: 

• helping carers to safeguard their health avoiding physical or emotional 
exhaustion, and enabling them to continue caring 
• preventing social isolation - providing a break from their usual routine for 
people with care needs and carers, enabling them to take part in leisure or 
other activities 
• overcoming a crisis 
• making time for carers to spend with family and friends 
• helping people (particularly those cared for by their parents) develop 
independence and prepare for the time when the carer cannot continue caring 

1.6 Respite may be most effective in providing a break for carers when they 
are confident in the arrangements and do not need to worry about the person 
with care needs. Some carers and those they care for may be unwilling to take 
up some types of respite which reinforces the value of choice and 
personalisation in respite provision. In particular, respite is seen as effective in 
preventing crises and supporting those with care needs and their carers to 
maintain their health and continue living at home. 

2 Policy Context 

2.1 It will be important for the review to take account of relevant policy and 
planning frameworks across the UK.  More detailed work is required on this but 
the most notable examples of policy direction relevant to this Scoping 
Document include the following: 
 
• The National Service Framework (NSF) for Long Term Conditions 
(LTC), 
• the NHS Next Stage Review (Darzi) 
• Putting People First (2008).  
 
The NSF for Long Term Conditions outlined 11 Quality Requirements (QRs), 
and QR10 in particular refers to supporting families and carers. There are 
themes of fairness, inclusion of social models and widening access to services 
in other settings. 
 
Key features and drivers for change highlighted by the NHS Next Stage 
Review (Darzi) and Putting People First include: 
 
• an emphasis on personalisation, choice and control 
• a requirement that by 2011 90% of people with a LTC will have personal 
support plans 
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• a focus on prevention, reduction of health inequalities and community 
outreach 
• demographic change and increasing prevalence of LTCs 
• the service user being central to the LTC care pathway 
• the need to reduce health inequalities 
• changing service user expectation and the ‘information society’ 
• limited range of current services to meet people’s assessed needs 
• service users involved in their own healthcare and their greater 
participation in service planning and development 
 
2.2 In the White Paper, ‘Our Health, Our Care, Our Say’: a new direction 
for community services (Jan 2006) one of the four main goals is ‘more 
support to people with long-term needs’. This support includes helping people 
to undertake their own care, with better access to information and care plans; 
investment in training, and development of skills for staff; new support for 
carers such as a helpline, short-term respite and training; and the development 
of multi-disciplinary networks with collaboration between health and social care. 
 
2.3 The report Putting People First without Putting Carers Second 
produced by The Princess Royal Trust for Carers and Crossroads Caring for 
Carers makes the following key points: 
 
• the development of independence is important for both the carer and the 
cared-for 
• no parent should need to rely on care provided by their children 
• it is important to establish what types of support and breaks are wanted 
by carers 
• carers should retain their choices including the choice to reduce caring or 
even stop altogether 
• carers need to be helped to take up Direct Payments and personal 
budgets whilst having the choice to receive a more traditional service 
 
3 Objectives of review 

 

• Identify the needs, wishes and preferences of people with MS, their 
families and carers who may require respite care 

• Ascertain what services are currently being provided in our respite care 
centres 

• Identify other respite services available to people affected by MS  

• Establish the respite care commissioning/planning priorities of a range of 
health bodies and Adult Social Care/social work  departments 
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• Undertake a skills audit of the staff and managers currently working in our 
respite care centres 

• Establish a financial  profile for each centre (together with a breakdown of 
central overheads) – to include income, staff (including specialists) costs, use 
of agency and bank staff 

• Promote the personalisation agenda by ensuring that service 
developments respond to the experience of people affected by MS. 

 

4 OUTCOMES (changes or benefits as a result of the Review): 
 
• The MS Society’s Respite Care Strategy reflects the diverse and changing 
needs of people affected by MS now and in the future  
• The Board of Trustees have accurate information regarding the cost of 
providing a range of respite services  
• The MS Society has an outcome-focused approach to the provision of 
respite care services so that the focus is on the personal outcomes or goals 
that people affected by MS wish to achieve 
• People affected by MS have more choice and control over the support they 
want and the manner in which this is received 
• The MS Society makes appropriate, effective and timely responses to the 
diverse respite care needs of people affected by MS 
• The MS Society respite care service promotes access to integrated 
community based services underpinned by quality information to inform 
choice/decisions, personalisation and control by people affected by MS 
 
5 EVALUATION 
 
5.1 The Review will be based on a full understanding of the use of existing 
resources and the experiences, wishes and preferences of people affected by 
MS. The Review will be steered by the views of people affected by MS in 
addition to clinicians, practitioners, commissioners, volunteers, members and 
trustees. 
 
6 REPORTING 
 
6.1 The Review will be carried out by MS Society staff under the direction of 
the Head of Care Services.  A Task and Finish Group will be chaired by the 
Head of Care Services which will meet at least monthly.  An Expert Reference 
Group will be established in order to ensure that the review is monitored by key 
stakeholders and is able to reflect priorities across the UK. 
 
7 APPROACH 
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7.1 The overall approach proposed for the work to achieve the specified 
objectives would comprise a range of activities as detailed below: 
 
• Interviews with an agreed sample of key stakeholders including people 
affected by MS, service managers, commissioners, clinicians and front line 
staff to identify key themes, issues and opportunities 
• Interviews with an agreed list of specific voluntary sector, health and 
social care commissioners  
• Analysis of the range of services provided by each respite centre  
• Analysis of existing financial and other MS Society resource data 
including staffing levels 
• Assessment of the opportunities available to the MS Society to work 
collaboratively to develop respite care services which reflect the modern 
agenda 
• Specific steps will be needed to ensure effective engagement with people 
affected by MS. These will include: 
o Gathering baseline information from people with MS and carers, 
through interviews, regular meetings, special meetings, visits and the MS 
Society website 
o Using existing networks to promote awareness of the review 
 
8 Risk Register 
 
8.1 A risk register will be developed as part of this review. However, risks 
already identified include: 
 
• continuing engagement of key stakeholders 
• competing organisational and financial priorities 
• capacity to take on additional tasks given individual workloads 
• potential loss of reputation if any potential changes to the existing service 
is perceived as negative by key stakeholders 
 
Debra Garside 
March 2009 
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Appendix B 
RESPITE CARE REVIEW 
Outline Timetable 
 
 

Action By Whom Date 
Phase 1 Planning   
Draft Report to MSS Board outlining proposed scope (including national 
and local drivers) and plan for undertaking Review (including required 
resources) 
 

DG 10 March 2009 

Board Meeting BW 1 April 2009 
Establish Task and Finish Group (Monthly Meetings) 
Establish Expert Reference Group (Initial meeting then virtual meetings) 

 DG/AH     May 2009 

Agree consultation plan for the UK. Agree methods/input with research 
team  Agree programme, Book venues, agree invitation list and despatch 
invitations for local Stakeholder events prepare questionnaire/on line and 
paper 

DG/AH April 2009 

Prepare Comms Plan for Review  - to include Team Spirit, website page 
and FAQs, meetings with current respite centres (staff) 
 

MT/DG April 2009 

Phase 2 Information Gathering    
Establish Baseline Data 
(who is using service, what is offered, quality of existing service,  map 
pathways into service, overall costs, funding arrangements, over/under 
provision, over/under identification) 

DG/CE 
 

April  2009 

Identify exemplars of good practice, visit services etc DG May 2009 



Appendix 3 
Identify  need for MSS Respite, gaps in Services (including specialist 
services) 

DG through Area 
Managers and 
Regional 
Committees (to 
include Health 
and Social Care 
Commissioners) 
– local 
stakeholder days 
to be held  

June 2009 

Phase 3 Analysis    
Analysis of feedback from key stakeholders DG/ Research 

Team 
July 2009 

Interim Report to Board on need and current provision DG/BW August  2009 
Presentation to AGM BW & DG September 2009 
Phase 4 Shape Proposals   
Review to be completed – Report and outline recommendations to Board DG/BW May 2010 
Financial Plan to be prepared DG/NS June 2010 
Phase 5 Implement Agreed Recommendations   
Implement recommendations of Review DG January 2011 
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Respite Care Review – Update 
 
1  Summary 
 
1.3 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.  The MS Society Strategy states: 
RAISING STANDARDS OF CARE – We will:  

• set out a strategy for the future of day and respite care services 
for people with MS 

 
1.4 In April 2009 the Board agreed the scope and timetable for the MS 

Society Respite Care Review - a needs led, evidenced based review to 
inform the development of the respite care strategy.  (The objectives 
and expected outcomes of the review are attached as Appendix 1) 

 
1.5 Planning (phase 1 of the review) was carried out during March – May 

2009.   
 
1.6 Phase 2 of the review focussed on gathering information from people 

with MS, their families and carers.  In addition work was undertaken to 
establish the current level of service provision from the MS Society 
including a value for money audit.  The delay in appointing the Strategic 
Lead: Carers has had an impact on gathering information on other 
respite care services; however this work is now underway.  Contact with 
commissioners has led to initial discussions in some areas regarding 
commissioning priorities and opportunities for joint working and service 
development.   

 
1.7 The level of feedback from people with MS both in terms of quantity and 

quality was far greater than we anticipated therefore,  the analysis of 
the results of the survey and feedback from the focus groups is 
ongoing.   

 
1.8 An update report of work undertaken to date during phase 2 of the 

review is attached as appendix 2 
 
7 Recommendation 
 
7.1 The Board is recommended to 
 

• note the update report from phase 2 of the review 
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8 Aims of Paper 
 
8.1 This paper aims to update the Board on the progress of Phase 2 of the 

Respite Care Review, in particular the work undertaken to date in 
relation to gathering information from people with MS their families and 
carers.   

 
3.2 The paper also aims to update the Board on the plans in place to share 

this information with the membership in place of the planned workshop 
at the AGM convention on 13th September. 

 

9 Nations Issue/s 
 
9.1 The Respite Care Review is UK wide and final analysis of the 

consultation will provide information relating to access and availability of 
services in individual nations in addition to a UK overview.  It is 
recognised that this review must take note of the current political 
agenda in health and social care across the UK including the specific 
arrangements and context in N Ireland, Scotland and Cymru. 

 

10 Next steps  
 
10.1 Further analysis of the survey and focus groups will be carried out 

during September and the work to gather information regarding other 
services will be completed during October.  This information will be 
collated in order to identify: 

 
• priorities for people living with MS, their families and carers 
• gaps and overlaps in services available to meet this need 
• opportunities for the MS Society to influence access to 

appropriate services 
 

10.2 A communications plan is in place to update members and the wider 
MS community.  Stakeholder conferences across the UK are planned 
for January/February 2010.  

 
11 Deliverable/s and Critical Success Factors 
 
11.1 The following deliverables are envisaged: 

 
• Communication of feedback from questionnaire and focus groups 
• Update and presentation to the executive group in October 2009 
• Recommendations on future strategy to the Board in May 2010 
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7 Risk implications 
 
7.1   The biggest risk is in relation to the communication of the process and 

outcome of the review. The respite care review communications plan 
includes a risk register which highlights risks and mitigating action in 
relation to: 

  
• Information collection 
• Analysis 
• Communications 
• Shaping proposals 

 
8 Resource implications 
 
8.1 Significant resources in terms of time continue to be required from the 

care services team, alongside input from the task and finish and expert 
reference groups.  It is anticipated that substantial input from the 
communications team and local staff will continue.  The draft budget for 
2010 includes provision for external resources to support the review 
and the consultation process.  Implementation of the recommendations 
of the review will begin in 2011 and will be reflected in the budget 
planning process during 2010. 

 
9 Communications  
 
9.1 The communication plan in place to share the findings included a 

workshop at the AGM convention.  Following cancellation of the 
convention we will now look at ways of opening up the discussion 
through web based forums and we will continue with the other planned 
activities.  An information stand will be available at the MSNC open day 
and discussions are planned to provide similar information at regional 
meetings.  The analysis of the survey and focus groups will be made 
available on the websites and to members and volunteers in the usual 
form, for example, through MS Matters, Teamspirit, MS Connect and 
MS Linc.    The communications team will liaise with country directors 
and area teams to identify further opportunities to disseminate this 
information nationally.   
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APPENDIX 1 
 
Objectives of the Respite Care Review 
 

• Identify the needs, wishes and preferences of people with MS, their 
families and carers who may require respite care 

• Ascertain what services are currently being provided in our respite 
care centres 

• Identify other respite services available to people affected by MS  
• Establish the respite care commissioning/planning priorities of a 

range of health bodies and Adult Social Care/social work  
departments 

• Undertake a skills audit of the staff and managers currently working 
in our respite care centres 

• Establish a financial  profile for each centre (together with a 
breakdown of central overheads) – to include income, staff (including 
specialists) costs, use of agency and bank staff 

• Promote the personalisation agenda by ensuring that service 
developments respond to the experience of people affected by MS. 

 
 

Outcomes (changes or benefits as a result of the Review): 
 
• The MS Society’s Respite Care Strategy reflects the diverse and 

changing needs of people affected by MS now and in the future  
• The Board of Trustees have accurate information regarding the cost 

of providing a range of respite services  
• The MS Society has an outcome-focused approach to the provision 

of respite care services so that the focus is on the personal 
outcomes or goals that people affected by MS wish to achieve 

• People affected by MS have more choice and control over the 
support they want and the manner in which this is received 

• The MS Society makes appropriate, effective and timely responses 
to the diverse respite care needs of people affected by MS 

• The MS Society respite care service promotes access to integrated 
community based services underpinned by quality information to 
inform choice/decisions, personalisation and control by people 
affected by MS 
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APPENDIX 2 
 
Respite Care Review:  Update report phase 2 - Information Gathering  
 
WHAT HAVE WE DONE SO FAR 
 
1 Survey of people living with MS their families and carers 
 
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:  
 
• 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) 
• Preferences for future respite care 
 
Questionnaire Design 
Two questionnaires were developed by the MS Society Research and 
Operations teams: one for people with MS and one for their carers.  
Questions were designed to obtain basic demographic data and cover a 
number of key issues of interest as listed above. The questionnaires were 
pilot tested on members of the MS Society Research Network.  Revisions 
were made to the wording and structure of the questionnaire in light of the 
Research Network members’ comments.  
 
Sample 
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 5% of the members 
from each nation).  
 
Survey administration 
A copy of each questionnaire was sent to the sample, along with a letter 
explaining the purpose of the survey.  
 
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.  Links to 
the survey were available on Carers UK website, facebook and via the MS 
specialist nurses and MS professional networks. Participants were given the 
options of completing the questionnaire online or being sent a paper copy.  
The total number of valid respondents was 1637. 
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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, although the number of carers that received it 
is unknown. 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 0.5% and 1.5% of the estimated number of people with MS in each area 
(see Table 1). 
 
Table 1 Response 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  
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Demographic data 

Of the survey’s 1637 respondents, 1030 (63%) were people with MS and 607 
(37%) were carers. On average, the people with MS  had secondary 
progressive MS (without relapses), had been diagnosed with MS over 10 
years ago, needed frequent care assistance, and were not in employment or 
education. They most frequently had an unpaid carer, who was their spouse 
or partner and who lived with them. Whilst the sample was not strictly 
representative of the MS population, it was typical of the type of people with 
MS who are likely to require respite care.  
 
2 Focus Groups 
 
Sixteen focus groups were held across the UK during June and July 2009 
with over 85 people attending in total.  The participants selected and the 
geographical spread of the groups was structured to gather feed back from: 
 

• People with MS and Carers who use MS Society Respite Care Centres 
• People with MS and Carers who live locally to a MS Society Respite 

Care Centre but do not use it 
• People with MS and Carers who do not live locally to MS Society 

Respite Care Centres 
• People with MS and Carers who do not use any respite service 
• People with MS and Carers who use other forms of respite 

 
The structure of the questions enabled discussion regarding: 
 

• Definitions of respite 
• Choice and control in accessing respite  
• Frequency of access to respite 
• MS Society Respite Centres 
• Other respite services 
• Preferred types of respite 
• Quality of service 
• Quality of life 
• Difficulties accessing respite 
• Carers needs 
• Cost of respite 
• Role of the MS Society in relation to respite 

 
All focus groups were recorded with permission from the group members.  
This data was then transcribed externally and a thematic summary produced.  
This is currently being analysed alongside data from the survey. 
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3 Establish baseline data on MS Society Respite Care Centres 
 
Barbara Williams and Debra Garside met with staff from all centres to provide 
information about the review and gather their views on the service provided 
and the needs and preferences of people living with MS.  Subsequently 
information was requested from the centres to establish: 
 

• Who uses the service 
• What is offered 
• Quality of existing service 
• Occupancy levels 
• Funding arrangements 

 
Value for money audit 
 
Chris Evans, Care Services Business Manager and Robin Hurd from the 
finance team commissioned the internal auditors to undertake a value for 
money audit to: 
 

1. Assess as a whole whether the MS Society’s respite care homes 
represent value for money compared to external providers 

2. Assess value for money amongst the four MS Society respite care 
centres 

 
During July and August visits to all four respite centres were undertaken by 
the auditors who are now in the process of compiling a report.   
 
4 Other services 
 
The members of the expert reference group were asked to provide 
information regarding other models of good practice relating to respite care.  
Initial discussions and visits have taken place with services provided by 
Leonard Cheshire Disability and Crossroads.  Sue Allison took up the position 
of Strategic Lead: Carers on 10th August and will continue the work  to identify 
further models of good practice including the Department of Health Carers 
Strategy demonstrator sites – pilots in new and innovative break provision. 
 
5 Identify commissioning priorities 
 
In England contact with the DoH and commissioners from PCTs and Adult 
Social Services local to the respite centres has resulted in exploratory 
discussions on future ways of working in partnership to improve access to 
breaks for people with MS and their families and carers.  Country Directors in 
Scotland, Wales and Northern Ireland are liaising with their respective 
colleagues.   
 
WHAT HAVE WE FOUND SO FAR 
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6 Analysis 
 
As can be seen from the information provided in this paper the process to 
gather the views of people living with MS has been undertaken in a 
committed and comprehensive way.  This is necessary in order to validate the 
future development and direction of the MS Society’s Respite Care Strategy.  
In addition, once analysed, the information will be a useful tool to influence 
national and local commissioners regarding the specific needs and 
preferences of people with MS, their families and carers. 
 
The data is currently being collated and analysed and as stated earlier a plan 
is in place to communicate the information and consult on how this will shape 
the future of respite care.  Information in the questionnaire and from the focus 
groups suggests that the MS Society Respite Care Centres rate highly in 
terms of quality of service provided and the benefit to both people with MS 
and carers when compared with other services.   Further analysis is required 
to determine preferences i.e. a holiday focussed break or specialist MS 
Service.  
 
The biggest difficulty for many was the lack of quality respite care available, 
some also lacked information on what was available including the MS Society 
Respite Care Centres.  Lack of up to date assessments was also a barrier 
and few carers had been offered carers assessments.  Access to funding was 
also an issue and requires further analysis. 
 
The cost to the MS Society of subsidising the respite care centres in 2009 in 
England is estimated at £1.8 million and in Scotland £900,000.   During the 
12 month period between April 2008 and March 2009 the centres provided 
support to 1385 people with MS and 51 carers.  The number of visits per 
guest ranged from 1 to 12 visits in the 12 month period.  A visit is usually one 
or two weeks in England and 12 days at Leuchie in Scotland.  It is important 
to note that by providing support to an individual with MS the centres are also 
providing support to their families and carers.   
 
The MS Society Respite Care Centres are set up to cater for people with 
complex needs and provide access to specialist equipment and high staffing 
levels.  Guests are assessed as to the level of care and support they need 
and currently those assessed as needing the highest level of care and 
support are the minority.  Most guests are assessed within the middle band 
and a significant number of guests are assessed within the lower band. 
 
 
 
WHAT DO WE PLAN TO DO NEXT 
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We need to collate the information from all of the work undertaken so far to 
identify themes and priorities.  We will then communicate the findings and 
consult with key stakeholders during January and February 2010 prior to 
presenting recommendations to the Board of Trustees in May 2010. 
 
Debra Garside 
Head of Care Services  
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MS SOCIETY RESPITE CARE REVIEW 
OPTIONS APPRAISAL FOR BOARD OF TRUSTEES JANUARY 2010 

1. Introduction 
 
1.1. The work undertaken on the Respite Care Review was presented to EG in October 2009.  The feedback from 

people living with MS, their families and Carers was discussed alongside the baseline data from the MS Society Respite 
Centres and other services in the context of the current political and commissioning climate.  The implications for the 
Society’s future strategic direction for respite care were considered and EG discussed and agreed that further 
consideration should be given to the following options: 

1 No change to current MS Society provision 
2 Expand service delivery (current model) 
3 Improve efficiency in Respite Care Centres 
4 Re-design / re-focus current model 
5 MS Society no longer provides residential respite care 
6 Develop access to personalised services across the UK through partnerships   
 

1.2. This paper presents an initial appraisal of each of the options based on the criteria highlighted in paragraph 3 
below.  This takes into consideration the key messages from the review; the required outcomes of the review; key 
statements in the MS Society Strategy – Putting the Pieces Together; alongside resource implications and value for 
money. 

 
2. Key messages from the review  
 

2.1. Overwhelmingly, both in the survey and focus groups, people told us they want more individualised services, more 
choice and holiday-style breaks.  65% of respondents said their preferred setting for future respite care breaks was 
for a holiday venue with care provided. In addition people want:  

o Access to social activities  
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o A range of flexible options  
o Services which promote independence and enablement  
o Services which are sensitive to diverse cultural needs  
o Knowledge and understanding of MS with access to specialist MS services, therapies and expertise  
o Private accessible rooms with en-suite facilities 

 
 
2.2. From 1 April 2008 to 31 March 2009 1,385 people with MS and 51 Carers used the MS Society respite centres.  

Based on the current assessment model used by the Centres only 110 people fell within the highest dependency level.  
Most frequently guests come once a year, however a few come 12 times a year.  The subsidy for some of this group 
exceeds £7k per annum.   

 
2.3. The value for money report highlights that the centres do not provide value for money for the MS Society and for 

those guests assessed on the lowest dependency level.  Guests on the middle and highest dependency levels do 
receive value for money.  The report has 21 recommendations which are based around cost savings; increasing income 
and changes to operational practice.  However the report does not provide an estimate of cost savings or increased 
revenue if the changes are introduced. 

 
2.4. The biggest barrier to accessing respite services is the cost, followed by lack of information and a lack of 

appropriate services to meet the social and care needs of an individual.   
 

2.5. People living with MS had a range of different ideas about how the Society should be involved with providing 
respite care – but there was general agreement on key areas that the Society should be involved in:  

o Providing information about respite care opportunities and guiding people though the system 
o Actively encouraging services through accreditation and working with holiday companies 
o Campaigning to improve standards of care and to make respite services more affordable 
o Encouraging equity of holiday grants and respite subsidies 
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3. Criteria 

The following criteria were used to carry out an initial appraisal of each option. 
 

3.1. Key messages from people with MS their families and carers 
As described in paragraphs 2.1 and 2.5 above.  
 
3.2. The desired outcome of the review  
The desired outcome of the review is to enable the MS Society to develop a future strategy for Care Services which reflects 
the diverse and changing needs of people living with MS and promotes access to services which provide more choice and 
control, are appropriate, effective and timely and integrated into community services. This includes access to information 
about the range of services, the cost and how to access funding. 
 
3.3. Key statements in the MS Society Strategy – Putting the Pieces Together. 
The direction of any future development must reflect the MS Society Strategy.  In terms of this review relevant statements 
include: 
We will: 

o Develop a range of options for people with MS enabling them to arrange their own services and maximise their 
independence 

o Achieve equity of access to services that meet the needs of people affected by MS 
o Involve people in the development, design, delivery and review of services 
o Ensure that the services provided by the MS Society meet nationally required standards and set the example for other 

to follow 
o Promote the independence, dignity and self determination of all people affected by MS 

 
Being an organisation that: 

o Is innovative, creative, adapting to the changing environment in which it works and changing needs and aspirations of 
people affected by MS 

o Reviews performance and adapts where appropriate to deliver best value 
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o Works closely in partnership with other organisations that can support our aims 
 

3.4.  Resource implications and value for money 
The estimated subsidy for the four respite centres during 2009 was £2.7million, and provided a service to 1385 people with 
MS and their families and carers.  The value for money survey suggests that the centres do not provide value for money for 
the MS Society and for those guests assessed on the lowest dependency level.  Guests on the middle and highest 
dependency do receive value for money. 
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4. Options Appraisal 
Option Fit with 

Criteria1-4
Feedback from people with MS Risks 

No change to MS 
Society provision 

1 No 
2 No 
3 No 
4 No 

66% want breaks in holiday setting 
with care provided 

“I can’t fault the quality of care but 
this is not what I want” 
“I prefer private rooms” 
“I have been to … and as an Asian 
woman I personally would find it 
uncomfortable” 

 

Reputational: - not acting on 
feedback from pwMS, not 
providing standards expected 
from other providers 
Financial: – Subsidy 
requirement will at the least 
stay the same but may 
increase 

Expand service delivery 1 No 
2 Partially 
3 Partially 
4No 

“The MS Society could not run places 
everywhere, but they could vet them 
or accredit them”  
 

Reputational: – Not acting on 
feedback from pwMS – choice 
and type of service 
Financial: -  Subsidy 
requirement will increase 

Improve efficiency in 
respite centres  
 

1 No 
2 No 
3 No 
4 Yes 

“I would think that care is virtually 
impossible to provide.  If you take 
Northern Ireland, if we had one centre 
it would probably be like a nursing 
home… I think it is a very expensive 
way to provide it” 

Reputational: – Standards may 
fall, 
Financial:- Occupancy may fall 

Re-design/ re-focus 
current respite centres   

1 Partially 
2 No 
3 No 
4 No 

“A day where you go and get 
pampered… Something like a spa 
thing. I am not into any of this exercise 
stuff.” 
“All of the staff have an understanding 

Reputational: –Seen to be 
focussing on current building 
based services and not 
addressing equity and choice 
Financial: – anticipated cuts in 
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that MS is different for each of us 
guests” 

public services  may reduce 
potential for statutory income  

The MS Society no 
longer provides 
residential respite care. 

Reputational – Seen to be 
reducing services to people 
with complex needs 

1 Yes  
2 Partially “Should a charity provide a service 

that should be provided by the local 
authority? Should we expect the MS 
Society to have things like this? 

3 Partially 
Financial: – may not find 
another organisation to take 
over the service without 
ongoing MS Society subsidy  

 4 Yes 

Develop access to 
personalised services 
across the UK through 
partnerships   

Reputational: - May be seen to 
be less ‘MS’ focussed 

1 Yes “I would like a break that resembles a 
holiday and is not institutionalised like 
a care home or hospital” 

2 Yes 
Financial: -  3 Yes 

4 Yes “Whether it is the MS Society itself that 
provides it or whether they work with 
others… funding has to come from as 
many sources as possible” 
“You will not be able to fund it on your 
own” 
“For respite what do you have, nursing 
homes or hospitals, there is nothing” 
“What about people using a hotel for 
Respite so that they are not 
institutionalised” 

May be less attractive to 
donors 
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5. Summary 
 

5.1. No change to MS Society provision The current service does not match the preferences of people with MS.  
MS Society resources are focussed on one type of service and this narrow focus does not address choice and 
control. Equity of access is an issue, particularly in Northern Ireland and Wales.  Certain aspects of the MS Society’s 
centres do not meet the standards which the Society and people with MS expect others to follow i.e. private rooms, 
en suite facilities and services appropriate to cultural needs. The Value for Money report highlights that to continue 
the annual subsidy of circa £2.7 million with the current model does not provide value for money for some people 
who use the service or the MS Society.  The MS Society is not a major provider of services and does not have the 
economies of scale of other providers. 

 
5.2. Expand service delivery - MS Society develops more of the current model of respite centres across UK  

The comments above in 5.1 also relate to this option.  It is unlikely that expansion could be achieved cost neutrally 
as the additional services would require new centres to be built and if based on the current model additional subsidy 
of at least £600,000 per centre. 

 
5.3. Improve efficiency in respite centres The comments above in 5.1 also relate to this option. In response to 

the value for money report initial work has been carried out to identify the extent of the measures needed to break 
even and are detailed below.  

 
Increase fees  
If the society introduced a generic flat fee across all centres, fees in England would rise between 39% - 91%, which 
may have an adverse affect on occupancy.  
 
 
Reduce costs 
As an example Brambles would need to reduce both indirect care costs by 50% and care and nursing by 50% which 
may have an adverse effect on quality. 

 
7 



Appendix 3 
Increase fees and reduce costs. 
As an example Brambles would need to reduce indirect care costs by 50% and care and nursing by 40%.  In addition 
we would need to increase the fees by between 11% and 14% which may have an adverse effect on both occupancy 
and quality. 

 
5.4. Re-design/ re-focus current respite centres  This option includes focussing the core business on people 

with complex needs across all neurological conditions and promoting more than respite i.e. enablement therapies or 
spa/wellbeing.  The comments in option 1 also relate to this option.  However this option acknowledges feedback 
from those people with MS who use the Society’s Centres i.e. the benefits of expertise, therapies and wellbeing.  
Commissioners in PCTS and Local Authorities in England have shown interest in commissioning services from the 
Centres to address reducing delayed transfers of care and winter pressures for people with neurological conditions.  
However we need to be careful to ensure that our future strategy remains focussed on the needs of people with MS 
rather than the priorities of commissioners.  This service will still require high levels of staffing and expertise.  
Further work is required to assess the likelihood of full cost recovery.  However it is important to recognise that 
future pressures on both health and social care budgets will be significant across all nations and priorities may 
change following the general election. 

 
5.5. The MS Society no longer provides residential respite care.  This would entail working with other providers 

who wish to take over the ownership and running of current facilities, however if no purchaser can be found this 
would mean closure of current centres.  This option would allow the Society to reinvest in work programmes 
described in 5.6 below which provide more choice and control and services which reflect the diverse and changing 
needs of people with MS.  Additional support to local branches and volunteers would enhance access to information, 
influencing and accreditation of a range of services.  This option enables the Society to focus on equity of access by 
influencing commissioners and other service providers as well as investing in new initiatives.   

 
 

5.6 Develop access to personalised services across the UK through partnerships.  Working with partners to 
develop individualised services either; directly provided by the MS Society; provided in partnership with others or 
commissioned by the MS Society, offering a range of holiday, respite and short break options.  This option would 
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allow us to address the issues that people have told us are important to them i.e. influencing access to a range of 
personalised services, information and accreditation of services. This will ensure the strategic direction reflects the 
needs and preferences of people with MS; the commitments to raising the standards of Care in the MS Society 
Strategy and the external political and commissioning priorities. 
 
There are currently no resources set aside for this work.  It is unlikely that the resources will become available unless 
released through one of the options described above.  Some local branches are already beginning to look at ways of 
supporting people differently.  The resource requirements will be dependant on the level and type of work 
undertaken, however any new services or partnerships should be developed with a value for money approach and 
address sustainability. 
 
 
 
Debra Garside 
Head of Care Services 
January 2010 
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