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BACKGROUND 

This report summarises the feedback from people with MS and carers who participated in 
focus groups across the UK in order to inform the MS Society Respite Care Review.   

 

METHODOLOGY 

Sixteen focus groups were held across the UK during June and July 2009 with 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 draft thematic summary produced.  Individual quotes 
were then added to inform and complete the report. 
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Focus Group Details 

Venue Membership of Focus Group 

England Woodlands People with MS who currently use our respite centre 

Woodlands Family carers of people with MS who currently use our respite 
centre 

Brambles People with MS who currently use our respite centre 

Brambles Family carers of people with MS who currently use our respite 
centre 

Nuneaton People with MS who currently do not use our respite centre 

Helen Ley House Family carers of people with MS who currently do not use our 
respite centre 

Wales  

Cardiff 

People with MS who currently do not use our respite centre 

Wales  

Swansea 

Family carers of people with MS who currently do not use our 
respite centre 

Northern Ireland 

Belfast 

People with MS who currently do not use our respite centre 

Northern Ireland 

Derry 

Family carers of people with MS who currently do not use our 
respite centre 

Scotland 

Ratho 

People with MS and carers who currently do not use our 
respite centre 

Scotland  

Leuchie House  

People with MS who currently use our respite centre 

Scotland  

Leuchie House  

Family carers of people with MS who currently use our respite 
centre 

Pauls Place 
(Bristol) 

Pan disability group with range of respite care needs  

Asian MS 
(MSNC) 
 

People with MS and family carers 

Shane Project People with MS and family carers 
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Thematic Summary: Respite Care 

I. Definitions of Respite 

Most commonly people described respite as being a break, both for the person with MS 
and their carer, an important element being that both parties needed to get something 
positive from it, and to feel good about themselves as a result of the experience.  Many 
people assumed respite meant staying away from home and were striving to make it as 
much like a holiday as they could.  However others also had experience of using day care 
facilities or a regular sitting service that allowed weekly or fortnightly short periods of 
respite.   

For some respite also encompassed therapy, the importance of therapy being stressed 
most by those who had visited one of the MS Society centres.  They valued the possibility 
of being more independent whilst on a respite break, or to become more mobile through 
increased access to physiotherapy there.  For others ‘therapy’ could be doing something 
they enjoyed but were no longer able to do, like watching the swans in the park.  Those 
who lived alone found the chance to have social interaction and emotional stimulation an 
important element of their break and constituted ‘therapy’ for them.  The chance to ‘let off 
steam’ was also commented on, as was the link between good mood and physical ability.  
Those who had not had experience of such centres, or whose MS was less advanced, did 
not feel therapy to be a necessary part of their respite experience. 

Attitudes to respite varied, depending on the person’s age and ability levels.  Those whose 
MS had not progressed too far found they much preferred a break with their partners and 
family, often not associating their holidays with respite.  They were also reluctant to stay 
somewhere predominantly aimed at those less independent, feeling it would be upsetting 
for them to see people more seriously affected by their condition, although others felt it 
could be a positive experience.  Some people felt it would be helpful to be able to spend 
respite money on what meant most to them, preferring to have a contribution towards their 
family holiday or towards a visit to relatives abroad.   

Carers talked about respite as being a chance to ‘recharge their batteries’ and have a 
much needed rest, but for many it also meant freedom to act for themselves and to be on 
their own for a while.  To effectively be able to appreciate the break however it was 
necessary for the carer to feel completely confident in the quality of care being offered to 
their loved one.  A few carers said that they felt in need of respite but the person they 
cared for had not yet recognised that need.  Some carers were keen to remain with the 
person they cared for whilst they were staying at a respite centre, visiting each day or 
using the carer’s room at Leuchie.  Others felt the need of a complete break, with one 
person arranging his wife’s respite in a location that meant the family were not able to visit 
daily, so all concerned could have a complete break for a week.  One person from the 
Asian MS group said that was an issue for them as their culture stressed the importance 
of family, and did not always accept the person being cared for needed a break.  Muslim 
families might also struggle with the idea of a young woman going to a centre without a 
chaperone.  Carers also said they welcomed the chance to get away from daily household 
chores, and from the frustration of having outside carers whose timetable took 
precedence.  One carer’s respite was going to a football match every fortnight, whilst a 
friend sat with his wife. 
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Some groups felt the word respite was not appropriate, whilst others accepted it as 
necessary, given that Local Authorities (LA) funded respite services: Paul’s Place 
originally referred to their breaks as holidays but found they attracted funding more easily 
when called respite, as there was no legislation that compelled LA’s to fund holidays.  
Others felt the term to be dated or to have echoes of hospitals and residential homes for 
older people; many saying they wanted a break that was more geared around relaxation 
than treatment and medicalisation.   

The narrow nature of respite was felt by some to be a result of the history and culture of 
respite care than of the word itself.  As it was also now being used to refer to different 
types of service, for people with a range of needs, there perhaps needed to be different 
categories of respite with a different term used for respite taken at home.  However others 
thought respite was a nice word as it had a significant meaning for many.  One person in 
Ratho suggested respite had replaced convalescence, noting that previously people had 
time to adapt to their conditions before being integrated back into society, but that no 
longer happened.  Another person suggested that the stigma needed to be taken out of 
respite, and for it to be seen as the offer of a break and to relax. 

What exactly  is  the difference between  respite and a holiday, because a holiday  is  for  fun and 
relaxation  and  your  terms,  your  conditions, whereas  respite  you  have  to  curtail  to what  is  on 
offer. 

I do not think my husband would want to go to something called ‘respite care’, but a short break 
or a holiday would be more appealing, even if it were actually the same thing. 

It  is also a chance to meet different people.    In some senses  it needs to  feel as though you are 
having a holiday, which is what you might have done previously.  

When you are  in respite, although they should help you  in terms of your condition, they should 
not major on it.  It should not be, ‘You have MS’ 

Respite is anything that is a break from the norm, whatever it might be 

II. Choice of Respite Centre 

In many places, notably Northern Ireland and Wales, the availability of appropriate respite 
centres was very limited.  The Belfast group pointed out they had the second highest 
incidence of MS in the world, yet only had one respite facility.  Some carers said their 
loved ones were willing to go into residential homes aimed at elderly people in order to 
give them a much needed break, but felt it would not be a real break for either party.  
Those who preferred to stay at hotels bemoaned the limited availability of fully accessible 
hotels, even when adapted rooms were available.   

A number of people commented on the need to be able to set their own agenda, wanting 
not to be tied to a set routine; being able to have a lie in when they wanted and to choose 
when to eat or go out.  The lack of provision for couples and families when one person 
needed care was raised.  In some instances the person’s partner became their carer 
whilst they were away.   
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A number of groups discussed whether it was necessary or appropriate to have centres 
that specialised in MS.  Some people welcomed the opportunity to be with others who had 
and understood MS, feeling the staff would also have an increased level of awareness and 
specialisation.  However, others wanted to meet people with a range of different 
conditions, feeling that any centre aimed at disabled people would be able to cater to their 
needs.  There were issues too about the extent to which people wanted to discuss their 
condition, some people wanting to share their experiences but others preferring to have a 
break from it. 

People using hotels said that they appreciated the availability of a sauna, Jacuzzi and 
massage.  They also appreciated being able to go somewhere warm in the winter to top 
up their Vitamin D. 

III. Frequency of Respite  

For those who had not used the MS Society’s centres there was limited use of respite.  
Few people in Swansea had used respite, one person just using it when having major 
works done to their home, others preferring to holiday with their family.  In Cardiff no one 
had used respite but one person would like to do so in future, the others currently feeling 
they were able to cope without.  One person had received respite a number of years 
previously but did not know why it had ceased.  In Nuneaton no one received respite or 
had been assessed to see if it would be appropriate for them.  People knew very little 
about respite, one person having heard of Helen Ley.  One person said she had assumed 
she would need to be fairly immobile before being able to receive respite.  They felt their 
Social Workers (SW) generally did not offer them services, expecting people to raise the 
need initially, most people finding out about services from others or from the television.   

IV. MS Society Centres  

I. Woodlands 

Most people had been using the centre for between three and 15 years, with just one 
person beginning to use Woodlands in the last year.  The number of visits was between 
two and eight per year, with a couple of people going every week as day visitors.  People 
found out about Woodlands through recommendations of the local MS Society, from 
friends or from SWs. 

People felt care at Woodlands to be very good quality, many commenting positively about 
the staff, highlighting the respect they showed to guests and also their knowledge of MS 
and its consequences, and that they never made people feel embarrassed.  Visitors felt 
they were viewed as people first, which was a refreshing change.  Carers said they felt 
confident to have their loved ones stay, feeling they were being looked after in a secure 
and caring environment by people who could be trusted.  The location was also found to 
be convenient, with no one finding travel there to be an issue.   

The rooms were felt to be beautiful and excellent.  People felt that en suite baths would be 
nice but found the showers fine.  The size of the centre allowed people more freedom than 
they had at home, being more able to move around freely, giving them more 
independence.  People also found the centre to be supportive of family visits.  Access to a 
hydro pool was appreciated, as was the availability of a physiotherapist; one carer said his 
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wife found the pool was the only place she could still walk, which she loved.  The food was 
also said to be excellent.     

One person from the Asian MS group had stayed at Woodlands four times but had not 
been able to go there in the last three years as her Social Services Department (SSD) 
saw it as a holiday rather than respite and refused to continue funding it.  She said she 
had only met one other Asian person there but it had not been an issue as everyone had 
MS in common, irrespective of their background, and had felt totally comfortable there.  
She said she had been sent a detailed form to fill in which asked about her needs prior to 
her visit, and whatever she needed had been accommodated.  She said she found the 
food bland but the chef had brought her chilli sauce with each meal.  She also appreciated 
the trips out and the opportunity for some pampering, i.e. having her nails done.  

The only real criticism was that the bar at Woodlands was only open if there were 
volunteers available to run it.  People felt it should be available each night for those who 
wanted it.  They also wanted a second hydrotherapy pool so people could use it each day. 

She  is coming six times a year, and when you go on holiday you do not want to go to the same 
place six times a year.  It is like going to the same resort every time; I am dreading the day when 
she is going to turn round and say she does not want to come here. 

II. Leuchie 

Most people stayed at Leuchie once or twice a year and had been using the centre for 
several years.  However one person was there for the first time.  She said she had been 
very worried about the visit, finding the first few days away from her family to be difficult, 
but had then settled in and had been treated with such dignity and unobtrusive care she 
soon felt at ease.  Another person said he had been asked to give a talk at Leuchie about 
the MS Therapy Centre in Edinburgh and had soon realised ‘what a very special place this 
is’, going on to stay there several times.  He said he had learned more about how to 
accept and live with MS at Leuchie than he had in the eleven years since he had been 
diagnosed.  People also commented on how good it was to have the opportunity to stay at 
Leuchie with their partners, whilst being cared for by others, allowing it to be a holiday for 
both parties.   

The care at Leuchie was felt to be high quality, one person saying they had been ‘bowled 
over’ by the standard and felt it a privilege to stay, another that they could be at peace and 
could express themselves there, a third describing it as the ‘jewel in the crown of the MS 
Society’.  The carers group said they could trust the care their loved one received there, 
which meant they could both relax.  The quality and integrity of the staff was highlighted, 
as was their approach of treating each person as an individual, knowing all by name.  
There was also a level of continuity of care through low staff turnover, with ex-staff 
continuing to support the centre.  One person pointed out that Leuchie was the only place 
in East Lothian licensed to take people with physically complex needs, the physical 
disability centres outside the area not providing anything beyond ‘warehousing’ of people.   

Many people commented on the ‘brilliant’ outings, being able to pick three places to visit 
during a fortnight’s stay.  One person said being able to use the Dial-a-Ride transport to 
go out on her own meant she had more independence when at Leuchie.  The food and the 
people serving it were very good.  People also commented on the beautiful building and 
wonderful grounds.  As many people who stayed at Leuchie were local it was suggested 



  

Public Consultation on Respite Care  8

that the building also be used for events, i.e. dances, to give people a chance to have 
more social interaction.  The views of visitors were said to be taken into account through 
the use of questionnaires; comments being taken note of by staff and improvements 
made.  The local people in Berwick were also said to be very friendly and supportive, 
raising money to support the centre.  A couple of people had not stayed at Leuchie but 
attended the MS support group meetings, physiotherapy or day care, which was said to be 
good.  One person using the centre for weekly respite said she found the physiotherapy 
very useful and that ‘if I did not have Leuchie life would not be worth living.’   

The only negative comments were about the lift which was said to be too small, plus the 
person using it was not able to control it themselves.  That led to queues of people waiting 
to use it, particularly at bed time. 

Most of my working  life has been dealing with value  for money  issues.    I have opened up and 
closed down large organisations and it would be unquestionable folly on behalf of the MS Society 
if it were to severely interfere with what I regard as the jewel in the crown of the organisation and 
we are sitting in it now! 

III. Brambles 

A number of people had visited Brambles as many as 25-30 times, whilst others had been 
there much less, the newest visitor only visiting twice.  Those who had visited most said it 
was due to the centre being geographically well placed.  The quality of care at Brambles 
was felt to be good, one visitor saying she chose to stay there because staff cared about 
the person and their condition, and knew how to react when there were problems.  The 
staff were said to understand that MS was different for everybody, were not afraid of it, 
and understood the kind of help needed.  People were also listened to, which was not 
always the case.  It also normalised life for the visitors, giving them choices and allowing 
them to make decisions to a greater degree than would be available to them ordinarily. 

People commented on the good entertainment available in the lounge, and interesting 
trips out, which all were able to join in without worry or fuss due to the accessible bus.  
One person described the centre as having a ‘buzz’ and a sense of ‘things happening’, 
which had appealed.  The availability of the hydrotherapy pool and physiotherapists was 
felt to be very useful, a number of people viewing their visit as partly a break and partly as 
therapy.  People also commented on the centre having been purpose built.   

The carers group talked about the importance of retaining visitors’ independence.  One 
said her husband had wanted to go out on his own in his powered chair, noting that some 
people had been given pagers to allow them to go out unaided.  Another person said her 
husband had not been allowed to go out in the rain, despite going for a daily walk when at 
home, whatever the weather.  Conversely some people were felt to aspire to do more for 
themselves when away, so it was necessary to balance freedom with risk. 

Some people commented on the use of agency staff, as they found care standards dipped 
when there was less properly trained and experienced staff on duty, although the 
permanent staff did advise the agency staff to listen to visitors, which they did tend to do.  
The only other issues raised were in relation to meals one person raised the problem 
whilst others said they would like tea and coffee to be available more often. One person 
highlighted the need for additional levels of staffing if a person was staying there post-
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hospital and had additional needs, otherwise the level of care available to others would be 
affected.     

Some people also expressed concern at the time taken to answer bells.  They noted the 
previous system would sound an emergency if a bell had not been answered for a certain 
period of time.  It was suggested that people perhaps be given pendants to wear, so 
someone could speak to the person ringing to ascertain if theirs was an emergency or not.   

An Asian Muslim woman said she had visited Brambles but was unsure whether the 
environment would be comfortable for others, having concerns about the eating 
arrangements and the presence of a bar.  Another person said they had felt uncomfortable 
there as they had been looked at a lot, but had not felt the centre needed a prayer room, 
being happy to pray in his room.  The group suggested that the location of a centre might 
have an impact on how diverse the clientele and how accepting the other guests might be.     

All of the staff have an understanding that MS is different for each of us guests, but they are not 
afraid of it, and understand the kind of help we need. 

V. How Care Could be Improved 

Some felt that a registered nurse should accompany groups on trips, rather than just 
carers, in case of a medical emergency.  One person noted that the buses used had 
defibrillators so assumed the carers had been trained to use them. The availability of 
antiseptic hand gel in each toilet and on staff belts would be welcomed and would help 
control infection.  Some people felt they should be able to attend a religious service of 
choice, one person saying that having a priest visit the centre was not the same as going 
to church. 

The Asian MS group said they would appreciate having more TV channels, including 
Asian channels, available in the rooms, and also WiFi access.  Having women-only 
access times for the pool and Jacuzzi would also be appreciated, as would a female 
fitness instructor.  They also asked for less emphasis on trips to the pubs, suggesting 
visits to restaurants instead.   

Some suggested that the availability of alternative therapies i.e. acupuncture and 
massage would be of benefit.  Plus for the centres to offer short breaks in addition to the 
usual week or fortnight stays.  Some people also expressed an interest in having special 
interest weeks i.e. arts and crafts or creative writing, although others felt there might not 
be sufficient demand for such classes to make them worthwhile. 

VI. Other Respite Services Used 

I. Vitalise/Winged Fellowship 

One person who used Brambles also used Vitalise in Southampton.  They said the people 
there had been interesting and had other conditions which made a change.  The centre 
provided short term stays that included trips and special interest weeks, i.e. arts and 
crafts.  One person from the Asian MS group stayed at Vitalise in Chigwell twice whilst his 
family had been in India.  He found it was used by people from a wider range of cultures 
than Woodlands and had been a comfortable environment; even though the staff had not 
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had the same level of knowledge of MS.  Another in the group said they had attended the 
centre for a year and others had heard good things about it. 

I think  it would be brilliant [sharing facilities with people with other conditions] There  is nothing 
more  insular than staying within your own.  Pubs are not like that.  You go into the pub and you 
meet Joe, Jenny, Jack.  You come into the Society and…….. 

II. Paul’s Place 

People had used Paul’s Place for day respite for two to six years, most attending twice a 
week, with a couple of people going for three and four days a week respectively.  There 
were between four and five holiday breaks organised each year with each person going on 
two of those.  Most had no other experiences of regular respite.  They said that in a survey 
everyone had said they would be willing to go into an older persons’ home in order to give 
their carer a break, even knowing it to be ‘the worst thing they could do’.  The holidays 
were therefore very important to the centre’s users, as they were the only respite available 
to them other than residential homes.  The group appreciated that the carers going away 
with them were people they already knew; also being in a group meant they did not find 
other holiday makers stared at them in the same way as when they were on their own.  
Being in such a supportive group also meant they increased their confidence as disabled 
people. 

The centre had a strong ethos of respect and friendship and a non-judgemental approach.  
Its breaks gave people the opportunity to do a wide range of activities - gliding, quad 
biking, flying a helicopter - which would not have been possible otherwise; they also 
offered games and the opportunity to make friends.  Paul’s Place was aimed at people 
with a range of disabilities and people felt the key was in treating everyone the same.  The 
diversity also made the centre more interesting and was uplifting, as people saw others 
coping and enjoying themselves.  One person said seeing people younger then herself 
with more serious disabilities had been a ‘good shock’, jolting her out of her depression 
and meaning she could stop taking her anti-depressants.   

III. Northern Ireland 

The lack of suitable respite in the Belfast area was raised, people finding that the allocated 
beds would be used up before the end of the year.  Some people from Belfast had used 
Dalriada at Ballycastle, a hospital specifically for people with MS.  A couple of people had 
asked to be taken home from there, feeling they had to leave their dignity at the door 
when they went in, not being allowed showers or baths every day. 

One person had been in Forster Green Hospital and found it much better than Ballycastle 
despite being a hospital, plus the staff had been very knowledgeable and able to care for 
him effectively and in a way that was more enjoyable.  Others had found it impossible to 
get into Forster Green.  Another had commented on the lack of activities offered there but 
had found the staff/resident ratio to be very good.  People had also been sent there for 
multidisciplinary planned assessments rather than respite.  Some had also used the Larne 
Care Centre which had been more like a ‘hotel with nurses’ but was no longer available. 

Some people in Belfast had heard reports that Thompson House had been revamped to 
be more like a hotel and that the food was of good quality.  One person had stayed there 
and said they received a full medical and physiotherapy which improved their condition.  



  

Public Consultation on Respite Care  11

One person had been to a centre attached to Altnagelvin Hospital every six months, more 
for medical than respite reasons, but had not found it to be suitable.  Others had used 
Spruce House which was said to have more medical input.  One person’s wife had been 
well cared for there but found little to keep her occupied during the days.  It was also 
reported that new regulations at Spruce House meant there were limits to the number of 
visitors a person could have; no touching of residents was allowed; no fresh or dried 
flowers; and all fruit had to be washed before being brought into the home, as infection 
control measures.  They also did not have sufficient staff to allow one-to-one care.   

Reference was made to a private facility in Omagh which had recently opened and was 
heard to be good.  One carer said his wife had been in there for a few days and found 
them to be willing to facilitate anything she asked for, noting that she had not felt out of 
place as a younger person.  Share Holidays had been used by some but one person said 
they had tried to arrange care support for the holiday there which had been extremely 
difficult.  Another person said they had gone to Share intending to use their hoist but had 
then found they were unable to do so and had been ‘left stranded’.  There were also 
limited beds available at Share which booked up quickly. 

IV. Wales 

One carer said his wife had been to a hospital in Swansea for respite but the staff had not 
been willing to read the information he supplied on his wife’s care.  No one in the group 
felt that a hospital was a suitable place for respite.  One person in Cardiff had a good 
experience at somewhere which might have been Danygraig; the centre having a hoist 
across the ceiling plus a buzzer system.  They offered trips out during the day and had 
barbecues and games, so visitors had plenty to do. There had also been a number of 
younger people with MS there, so held discos and quiz nights.  The person had also been 
taught how to stand by the physiotherapist and had appreciated the hydro pool.  The only 
criticism had been the carers had kept her waiting to go to the toilet. 

V. Scotland 

Some people who used Leuchie had visited Lock Ard which had accessible chalets 
equipped with warning bells to alert staff.  Those who had visited the MS Society caravans 
in Ayr had found them to be lovely.  One person had previously attended Home Hill and 
found it to be superb but said it had since closed.  Another had spent time in an unnamed 
nursing home where they had been ensconced in their bedroom for the entire week, 
unable to communicate with anyone as they were all much older.  A second unnamed 
centre had not allowed people to wash or bathe properly. 

VI. Yorkshire 

One person said his wife had visited a respite facility in Shipley which he had lobbied to 
have closed due to the poor quality of care offered.  He described a centre in Yeadon as 
having ‘death chairs’, where people sat round ‘waiting for God’.  Consequently he had not 
wanted his wife to attend either facility.  Another person had been booked to go into 
Castleford’s Waldon Chase Centre but her husband had seen the poor way in which 
carers handled visitors whilst on a day trip, so they had exchanged two weeks there for 
another week at Woodlands.  Malliners in Huntsley was said to offer day care that was 
okay. 

VII. Centres Near London 
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One person from the Shane Project had received respite at St Michael’s in Chase Side 
which had attentive staff plus physiotherapists, dieticians and speech and language 
therapists.  She had used another centre in Ilford but had removed her son after just three 
days as they had not taken note of her instructions on how best to feed him, and had 
become angry with him for not eating fast enough.  One person had used Winkfield Day 
Centre in Haringey but had not liked it, whilst another person’s son had gone there and 
found it preferable to Park Avenue Disability Resource Centre, which he felt less 
comfortable at being the only black person there.  

VIII. Somerset 

One person had been to Hanween[?] Hospital in North Somerset for respite and found the 
staff to be lovely.  A couple of people had heard about the MS Therapy Centre in Nailsea, 
but others had been put off as they felt it was aimed at older people.  They also expressed 
concern about going somewhere where everyone talked about their condition and 
problems. 

IX. Other Centres Mentioned 

Some people had been to accessible holiday cottages and caravans booked through a 
disabled holiday website, although they said that facilities varied, with not all of them being 
completely accessible. 

Someone who used Brambles had been to Bradbury House and The Summers but had 
not liked them as they had residents, so respite visitors were felt to be extras.  Others 
agreed they did not like having respite in nursing homes as they felt they had not fit in.  A 
couple of Brambles people had also been to Park House in Sandringham, one no longer 
going as transport was a problem. 

One person who used Woodlands had also been to Sandpiper’s in Southport, which 
catered for a range of disabilities, but had not felt positive about the place. 

A number of people had used Helen Ley which was felt to be a good centre, plus it 
allowed husbands and wives to go there together.   

A few people had been to Mar y Sol in Tenerife, which was said to be a disabled centre 
run by Germans and staffed by nursing sisters, plus they had physiotherapists available.   

One person’s husband had stayed in a Leonard Cheshire home and found it excellent in 
terms of the quality of care, but had difficulties interacting with others there due to their 
speech difficulties.   

One person mentioned using the adapted canal boats supplied by the Bruce Trust to have 
a boating holiday with her family. 

X. Respite at Home 

A few people mentioned having someone come into their home to offer respite, some 
people receiving this a couple of times a week whilst for others it only once every couple 
of weeks.  Services were provided by Crossroads, Social Services, Claimar and 
Springfield, some people also having family or friends coming in to sit with them.  Not all 
carers were happy having others come into their homes.   
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In Northern Ireland one person had arranged for carers to come to wash and dress them 
when their family had been away, but the carers had not been allowed to do anything not 
stated on the care plan, refusing to heat food in the microwave brought by Meals on 
Wheels.   

XI. Day Centres 

Some people attended local day centres, the standard of which seemed to vary, but often 
people did not name the centres in question.  One person said the sessions offered were 
for such short periods it was not worth using, as it took too long to get his wife ready to go 
there. 

With the day care, you do not want to be wheeled in somewhere and parked up in a corner.  Sat 
in a corner, I cannot do much for myself.  I refuse to employ someone to push me there, stop me, 
put the brakes on and leave me there all day… 

Just as important is being able to go to your local swimming pool and having the correct facilities 
there as well. 

VII. Preferred Types of Respite 

A number of people whose MS was less severe said that they would prefer to be able to 
go on holiday with their partners and family but found it difficult to find properly accessible 
accommodation.  Not everyone felt they needed a fully accessible room but felt more 
should be available, plus other rooms that could be reached easily and had enough space 
to move around.  Having access to a pool was also important for many as it was their only 
form of exercise.  Access to mainstream services and activities would also help wheelchair 
users not to be seen as a ‘different class of person’.  None of the Nuneaton group had 
used respite services and were most keen on a pampering or spa day that they could go 
to as a group, although some had partners that they felt would also like to attend.  They 
also stressed the need for quality family time, given some of them had young children.  
The idea of having days for young carers was welcomed by some, whilst others felt their 
children would prefer to just spend more time with their existing friends.   

A number of people suggested having chalets or caravans attached to one of the MS 
Society centres, providing access to care but allowing people to spend time with their 
family without them needing to act as carers.  It also meant they had more freedom and 
choice over their activities than a stay at the centre would provide.  The idea of roving 
respite was also suggested, to allow people to use B&B facilities but still be able to access 
care support.  The Brambles group suggested that it might be possible to have a 
subsidised week at a centre abroad or for a cruise ship to be chartered for a week, noting 
that SAGA did something similar but their cruises only had four disabled berths.   

People from Brambles said they mostly preferred going away to having respite in their own 
homes.  One carer also expressed concern about her husband’s compromised immunity 
and that his condition could change very quickly, so felt it to be safer for him to go to a 
centre for respite rather than have carers come in to him.  People also expressed a 
preference for seeing new places, and having a break from their home surroundings.  The 
idea of centres offering short breaks was popular.   
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Other smaller scale activities were considered to be respite; one person talking about 
taking his grandchildren to the cinema as respite, and would welcome having increased 
access to such facilities in the community to help him feel ‘normal’.  The possibility of 
increased local exercise classes and coffee mornings was requested by the Nuneaton 
group.  Another person with a young family said a break for her would be staying at home 
but for her children to be looked after by someone else.  For some respite helped to 
alleviate their social isolation, and found having people to talk to was respite, whilst one 
person had found attending the MS Society AGM in Aberdeen to be respite, as it meant 
going to a different place to meet new people. 

The facilitating that I would like to see would be for the three of us to take a holiday together and 
have the carer be there for the morning, so I did not have to do that aspect of it, and the rest of 
the day would be our own and we would be able to go out and about 

I think a short break would be good.  I have not taken respite care in the past, but I could see the 
benefits of taking a short break [mid week break or weekend] 

[Being able to have the freedom to go and use all sorts of facilities within the community] Yes, it is 
about being normal. 

A beach in Spain. 

It would be nice to go to Amsterdam and spend a week in the cannabis cafes. 

I would like a break that resembles a holiday and is not institutionalised like a care home, nursing 
home or hospital.  Once you say ‘care break’… 

It is absolutely vital at the moment that we could take that break together, wherever it may be.   

We always go on holiday together.  We virtually do everything together, even going sailing, which 
in itself is quite a challenge, as you can probably appreciate.   

My wife will not go to one, I wish she would.  She says she does not want to be sitting around with 
a lot of old people, she wants to be doing things. [day centre] 

When we go on holiday together, I then take over the full care of my wife, in the morning and the 
evening.  It would be nice to have a family holiday where the care was facilitated as well, like we 
get when we are at home.  I think that would be good 

When you go on holiday, you want to go to a nice hotel and be free to do what you want, when 
you want.    At  a  care  home,  you want  the  same  sort  of  environment  and  the  same  sorts  of 
stipulations, with a calm, relaxed atmosphere, without the regimen of hospital feeding. 

VIII. Quality of Service 

I. Definition of Quality 

For the Brambles group essential elements of a good break were fun, company, activity, 
treatment and quality.  They also welcomed the chance to take part in activities and have 
a change of routine.  The group in Belfast defined a quality service as dignified, private, 
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caring and good fun.  They wanted care staff to offer activities suitable for a range of ages, 
including going to the pub or going to church.  They felt they should be able to do what 
they would be able to do at home; for there to be a relaxed atmosphere; and to be given 
choices.  The group in Woodland felt that quality meant people were good to them and 
understood their issues, and for there to be people to talk to about their experiences, 
although not everyone wanted to talk freely about their condition.  For some, a respite 
venue also needed to be a good learning environment, whether that was learning from 
others or a chance to ‘get their head together’. 

For carers a quality service was one that was responsive, with one-to-one staffing from 
people who understood MS.  Staff also needed to be able to cope with other conditions, 
e.g. diabetes, to ensure the person received the full range of care they needed.  One 
Leuchie carer defined quality care as having their loved one served in the way their 
partner would serve them.  One Cardiff carer said that quality was his wife being able to 
go to the toilet when she needed to.  Dignity was also felt to be important, as was being 
able to build up a rapport with the centre’s carers.     

I do not like the idea of going to respite and being told what to do.  I do not mind discussing it and 
being given a choice, but being told what to do such as ‘your meal is at this time or that time.’ 

To go to respite to give him a break, it has to be that I [PwMS] get a break and I get something out 
of it too, not just separating us so he can do things 

II. Services Offered 

A good respite service was one that was appropriate for the needs of the individual, some 
people having struggled to find somewhere suitable for younger people.  It should also 
provide activities appropriate for a person’s cultural background, and for many flexibility 
was really important.  Being able to act spontaneously was key for others, as was the 
availability of stimulating physical and mental activities.  One Ratho participant wanted a 
social event where she could chose to drink what she liked and to express her physical 
sexual need.  Others missed everyday activities like shopping and wanted the chance to 
do that whilst at a respite centre.  Some also suggested having rugged wheelchairs 
available for people to use to go rambling. 

The availability of physiotherapy was appreciated by those attending MS Society centres.  
Others, particularly with less advanced MS, would appreciate being pampered with 
reflexology, massage and manicures available.  Decent quality food was considered 
essential, with many wanting to follow their MS diet whilst away.  Catering staff also 
needed to be open to following advice i.e. providing liquidised potato and not assuming 
mash would be sufficient.  Also food should be suitable for a range of cultures, the 
availability of Halal options being requested by some.  Some of the Belfast group also 
suggested respite places be pet friendly.  

The main thing is the provision of activities when they are there.  Everything else will then follow.  
It is important not to be just stuck in a room. 

Wheelchair football or basketball. 

To me, respite would enable me to have a social integration with all aspects of society rather than 
just the MS condition 
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For me, something  that would be  lovely  is a day where you go and you get pampered.   That  is 
what I would like.  Something like a spa thing.  I am not into any of this exercise stuff or anything 
like that.  

No bingo, no basket weaving and no tartan rugs! 

III. Environment 

The building and feel of the centre needed to be more like a quality home than a hospital, 
or care home for older people; somewhere bright and fresh with spaces for people to sit 
around chatting to others, and was homely and welcoming.  Separate rooms were 
preferred.  Many wanted an en suite wet room, although others found that having a soak 
in the bath made a wonderful change.  Rooms needed to be well laid out to enable people 
to get around easily.  Having appropriate equipment was important, including adjustable 
beds and air mattresses, hoists, and the ability for those who experienced leg spasms to 
choose a double bed.   

Some couples wanted to be able to go away together, so welcomed the availability of 
double rooms.  The Asian group, and others, also suggested that being able to take family 
members away was important and would also make the experience less intimidating.  

I have been to Brambles, and as an Asian Muslim woman I personally would find it uncomfortable.  
It is the same in the Hindu culture.  Although the rooms are separate, I do not know whether the 
environment  would  be  comfortable  for  an  Asian  Muslim  woman,  considering  the  eating 
arrangements and that there  is a bar there.   Some may find  it quite comfortable, but some may 
not.  It always depends.   

I would prefer single [private] rooms. (numerous) 

With my toilet problems I would prefer en suite 

They would most definitely need overhead hoists in the bedrooms. 

They need somewhere they could pop  into during the weekend, while their wife goes shopping.  
The respite centre is in a hospital; it is really not attractive.  I am fortunate not to need respite at 
the moment, but cannot bear the thought of going to hospital.   

What  about  people  using  a  hotel  for  respite,  so  that  people  are  not  institutionalised with  a 
disability?   

IV. Staff 

People from Ratho said quality staff would take notice of their needs and ask them about 
what they needed, including offering support for other health conditions.  The Brambles 
group said people should feel confident to raise issues with staff.  The importance of staff 
understanding and maintaining a person’s routine was also mentioned, the existence of 
care plans prior to visits being helpful in achieving that.  Some people felt that staff should 
be MS nurses to ensure they had knowledge of the fluctuating and variable nature of the 
condition, but not all felt that to be essential.  Staff knowledge needed to be put into 
practice in a personable way; for many the human relationship were more important then 
medical knowledge.  For the group from Paul’s Place it was more important for staff to 
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treat them as individuals; others wanted staff who knew when it was appropriate to handle 
a person and how; whilst several people raised the need for care that went beyond the 
physical and considered their emotional needs too.  

It would  be  nice  but  I  suppose  if  you were  to  go  in  a  group,  it would  not  bother me  if  they 
understood MS or not. 

Yes, the idea of respite is wonderful, but what you are asking is for us to hand over the trust that 
we have not had the chance to build up with those who are  intending to handle us and provide 
the things that we need to maintain our quality of life in a day to day existence.   

Being perfectly honest, a basic knowledge of common sense goes a  long way, because we know 
and if they have the common sense to ask us then we will guide them through 

Training for neurological nurses and care assistants is needed, so there are more people available.  
Someone asked me one night whether  I wanted to go to the toilet before  I went to the bed.    ‘I 
have MS;  I don’t know.’    ‘But you should know whether you need to go.’   I said, ‘I have MS.’ He 
said, ‘And?’  I could not tell you whether I needed to go even if I was going.  I am sorry for being 
blunt, but among friends we all know what it is like to have MS.   

IX. Quality of Life  

Many people said that good quality respite made an amazing difference to their quality of 
life as it gave people freedom; the person with MS and their carer both needed to feel 
completely confident of the quality of care to enable them to relax during the respite break.  
One person from Brambles commented on ‘the relief when you come through the door 
and they take over – if you let them – as much as you want.’  The ability to choose a 
centre that felt appropriate was crucial to effective respite, as a good break would allow 
the person to return home with stories to tell and on a real high.  Carers at Paul’s Place 
highlighted how a person being placed somewhere they were not happy could effectively 
undo all the positive effects of the carer’s break, as the energy required to get their family 
member back out of the depression cancelled out any positive effects of the break. 

For a significant number of people respite gave them much needed social interaction, and 
had given others the skills to better live with their condition.  One person receiving weekly 
respite at Woodlands found they needed less pain medication due to the hydrotherapy 
and acupuncture.  Another who stayed at Leuchie found out about two medical 
interventions – colostomy and suprapubic catheter – which he would not have known 
about otherwise and meant his stay had a long term impact on his life.  A carer had also 
used letters from staff to support his request for improved care for his wife.  

For carers, effective respite meant quality rest, not being constantly on call, and only 
having to take responsibility for themselves; one person said it could take 72 hours to 
unwind sufficiently to enjoy their respite time.  Many equated respite with freedom, being 
able to enjoy activities not possible with their partner at home.  Some carers found they 
still had pressures from others i.e. elderly parents who felt that respite was a chance for 
them to receive more attention from the carer.  One carer said that good quality respite 
‘saves my sanity’ as it removed the need to worry about the person being cared for; others 
saying that they would rather not have respite than have bad respite.  Many carers said 
they appreciated having blocks of respite but having some time to themselves each week 
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was appreciated by all who had that.  Some of the carers from Swansea had not yet 
needed to use respite.  They said that having access to good quality respite would provide 
them a sense of relief but acknowledge they would be sad when they first had to use it, 
and also feel some guilt.  

It  is  two weeks  to  sleep.   That  is  the  important  thing  for me, because we have carers come  in 
morning and night.  When my wife goes into respite, it is nice to have the house back to ourselves.   

 I had health needs.    I had major surgery  in 1982 and six months  in hospital.   Since then,  I have 
been unhealthy.   I had a stroke and then  last week I had an epileptic fit.   If I had five days away 
from the kitchen I would be a happy man. 

X. Difficulties in Accessing Quality Respite 

The biggest difficulty for many was the lack of quality respite care available, some also 
lacked information on what was available.  Lack of up to date assessments was also a 
barrier with some people not assessed or not assessed recently enough, so their need for 
respite was not reflected in the benefits or services received.  Few carers had been 
offered a carer’s assessment.  Some SSDs also put a price cap on what they would spend 
for respite, or favoured cheaper residential homes that were not appropriate.  One Social 
Services department also classed Woodlands as a holiday, so would not fund the cost of 
respite there.  Many felt that LAs were driven by costs and targets, whilst they wanted 
choice.  One person also found that she had problems re-establishing regular carers once 
their attendance had been interrupted by a break at Leuchie. 

Planning ahead was important, as good quality respite tended to book up in advance.  
Knowledge of the SSD’s system for allocating respite was considered necessary, people 
generally finding information from each other on what was available and how to access it.  
A number commented on their SW’s seeming reluctance to give them information on the 
services available, directing them to use neighbourhood centres run by volunteers, rather 
than more professional, and costly, services.  The Nuneaton group said they would be 
daunted by the amount of planning needed to access respite and secure the necessary 
funding.  Woodlands’ carers felt they had to fight to get quality care, not everyone 
receiving weekly respite.  Some day centres were also felt to be off-putting as they were 
aimed at older people.   

Some people did not have access to transport they could easily use, others found some 
types of transport more tiring, whilst others lacked the confidence to travel somewhere 
new.  The overriding issues were those of choice, cost and accessibility of transport, with 
transport often cited as the reason many people preferred to use centres closer to home: 
the cost of longer journeys putting people off travelling to other parts of the UK or abroad, 
even when they would like to do so.  A couple of people said they wanted to be able to 
specify the type of transport that best suited them but had found their SSD had made the 
decision for them.  Transport was felt to be a big issue in Wales, the Cardiff group 
suggesting people needed to share information on what services were available and how 
to access them.   

Having the energy to argue with them all the time is a big problem. 
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Then you have got to go back through all of the process.  Are you eligible?  If not, what the cost of 
it would be and everything else.  It is a big, big barrier, having to do all that. 

There  does  seem,  though,  to  be  a  big  hole  there,  a  big  discrepancy.   MS  is  a  young  person's 
disease, yet for respite what do you have?  Nursing homes or hospitals.  There is nothing 

If  there did exist a  facility  that was geared  towards young people,  that was more of a place  to 
come for a break and less of a hospital, that, I would be the first one to sign up for that. 

I was  given  the  forms  for  a  carer’s  assessment, but  I was  just  told  that  I  could  fill  them  in  if  I 
wanted to.  I put them in a folder and forgot about it, really. 

They gave us  some paperwork but no explanation, or even any  information about what  it was.  
You have to open it up and find out for yourself.  There was no indication at all, and certainly no 
offer to discuss  it or help to complete the paperwork.    It was  just there and you could fill  it  in  if 
you wanted, but there was nothing said about what would happen to it afterwards.   

I was  assessed  the  other week  for  respite  care.    As  soon  as  the woman who  came  out  and 
assessed me walked in, she said, ‘oh you don’t look disabled.’ 

XI. MS Society Accreditation 

Most groups felt that accreditation would be welcome and that the Society should be 
leading the way in setting national care standards.  They also suggested two ways in 
which the current provider list could be developed; firstly to accredit a wider range of 
facilities and services, and secondly by providing more detailed information on the 
services available.  People acknowledged that the international disability scale had not 
worked but most still felt the need for some type of rating and thought the Society’s 
accreditation list would be a good starting point in researching a respite break.  Having a 
respite directory local to each area was also suggested. 

Several groups suggested the Society extend accreditation to hotels, caravans, cottages 
and chalets, so people could chose an accessible family holiday in confidence.  It was 
noted that many hotels now had amenities, like wet rooms, as standard but were not fully 
accessible, some having adapted bedrooms but leaving steps to their dining room.  Those 
who regularly used hotels felt that it would be helpful for staff to have some basic training 
and experience of disability awareness, so they would be less afraid to ask about a 
person’s needs.  It was also important for people to feel welcome, wherever they were 
staying.  An accessibility star rating, like that used by the Tourist Board, was suggested by 
the Ratho group, who also requested information on facilities for children.  The Brambles 
group suggested the Society sponsor beds in a hotel chain and have input into the design 
of the rooms. 

People wanted to know the level of disability a centre would be able to cope with, and to 
be confident about what equipment would be available.  The use of a rating system for 
respite centres was suggested as people wanted to know whether the staff understood 
MS; if they would have to wait long when they rang for assistance; and if staff would be 
proficient in English.  A big issue for many was the age appropriateness of a centre.  The 
Derry group suggested that services could be better categorised to indicate who they were 
aimed at, or coded to indicate that, for instance, medical care was available.  The 
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Woodlands group suggested the Society should also accredit day care and sitting 
services, as that would ensure a higher standard of care and save people time.  The idea 
of having specialised MS SWs accredited by the Society was also raised. 

Not everyone had been aware of the existing provider list, finding word of mouth was the 
best recommendation, many also choosing to visit a centre prior to staying there.  A 
number of people offered to assist with the accreditation process and suggested people 
could email in their experiences of different centres. 

You cannot make a judgment just because it is recommended by the MS Society. 

It is like the English Tourist Board or Visit Scotland, they say what the rating is or what hotels are 
suitable [inaudible] so you know that hotel;  it says  it  is suitable for people  in wheelchairs  if they 
need assistance or not and you know that hotel is going to be okay. 

Accreditation gives you that assurance of the quality of the facilities that are needed and I would 
happily volunteer  to go  to as many places as  they would  like  to send me  to  in order  to do  the 
accreditation.   

XII. Carers’ Needs 

The availability of quality respite was welcomed by carers; those who had not yet needed 
to use it said they felt less trapped knowing that respite care existed.  Nevertheless respite 
was a complex issue, especially where the carer felt the need of a break but the person 
they cared for did not yet understand that.  Some continued to go on holiday together but 
found the lack of care support meant that, as partner or parent of the person with MS, they 
had to provide all the care needed, which meant they did not get a rest.  Having a centre 
that the whole family could go to, with care provided, would make a real difference to 
many.  A number of people said they wanted smaller places, with B&B type provision, but 
with good quality care so both partners could have a rest together.   

Carers stressed the need to provide a suitable alternative to the care received at home, 
otherwise they could not relax, constantly worrying about their loved one.  The need for 
regular respite was also highlighted, as was the strain of continuing to care when respite 
was not available, some of the Derry group refusing to let their loved one stay somewhere 
inappropriate.  Some carers wanted to stay at a centre with their partner, but found few 
rooms available.  Several people suggested that respite should be available at least every 
six months, in addition to regular fortnightly or monthly breaks, to allow them time to 
themselves.  Several groups spoke about the importance of centre staff listening to their 
experience and advice.  One carer from Leuchie said people sometimes needed others to 
highlight their need for respite, as they may not want to admit they needed a break.  
Another person had not thought of themselves as a carer until asked to attend the focus 
group.  A number of carers said their needs were rarely taken into account by SSDs, 
respite being seen as just for the person with MS, although that view was slowly changing.  
Also often forgotten was the fact that many carers had additional caring responsibilities, 
either as a parent to young children or looking after elderly relatives.  One person 
highlighted the strain his wife felt in coping with their young family as child care provision 
was not a part of the care services she received.  She was said to be ‘terrified’ of the 
summer holidays as she had lost funding for out of school facilities. 
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Some people still struggled to have a rest whilst the person they cared for was at a respite 
centre, one finding he needed to catch up on jobs he could not do when his wife was at 
home.  The Woodlands carers highlighted how isolating their role could be, having lost 
contact with family and friends.  One person noted the emphasis on maintaining the 
independence of the person with MS, but said that often came at the cost of the carer 
losing their independence, which was often overlooked.   

For many the idea of home respite was not seen as a suitable alternative to a respite 
break, as it did not give the carer space to rest and recover, plus some said they would 
find it difficult to have someone else caring for their loved one whilst they were there.  
Some were aware of local carers groups but did not always attend meetings as they were 
often too tired, or not able to get away to attend.  They suggested that a helpline would be 
more useful, giving them someone to talk to at the end of a difficult day. 

Paul’s Place staff said that carers were often concerned about the at home care package 
breaking down when they were away.  To give them a greater degree of confidence, they 
provided a 24 hour service to sort out any problems with care agencies; doing what the 
parent or partner would do if they had been at home.   

My husband chooses to use our money for us both to go on holiday.  That is fine in a way, but it 
does not give me a break from looking after him.  He chooses to use that money for a nice holiday 
rather than for him to come here, where he would have to pay about £1,000 for a week. 

I probably sound awful, but I would like a break.  Just a week a year, which I knew was coming up 
and during which I could do what I wanted to do.  My husband cannot do a lot of things that I still 
can, but it means that I never have the opportunity to do them.   

I want to make sure my wife is safe; I want to make sure she is going to be there long enough for 
me to unwind, if you know what I mean.   

Knowing my other half, the thought of going somewhere else on his own – you must be joking. 

XIII. Choice and Control in Accessing Respite 

Participants felt they had limited choice of respite venue and of types of respite available, 
with limited information available on services and how to access them.  Some found SWs 
appeared reluctant to volunteer information, whilst others found their SW lacked the 
knowledge themselves.  Also not everyone was in touch with the relevant SSD, and lack 
of assessments meant that respite was not always offered to those who needed it.  People 
using Woodlands also found that if they did not contact their SW for a few months they 
were put back into the system and re-allocated when they next phoned, so had to start 
from scratch with each contact.  Some people found the idea of staying at a centre with 
others at a more advanced stage of the illness too difficult.  They felt that respite should 
meet their needs, taking into account age and support needs, rather than their being sent 
to a centre chosen by the LA.   

People in Wales and Northern Ireland said they had limited control over where they went 
due to the lack of appropriate centres, one person in Belfast already worrying, in June, 
about her carer being away at Christmas.  The Welsh groups were particularly keen to 
have local services due to the difficulty of travelling around Wales.  The lack of respite 
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facilities close to London was also commented upon.  Location was an issue for some, 
many preferring to have respite relatively close to where they lived, although most would 
be willing to travel further in order to stay as a good centre.  One carer expressed concern 
that his wife might get fed up going to Woodlands for breaks, and worried what he would 
do if that happened.  Some people returned to centres for respite because they knew 
them and were confident of their services but also because it was simpler, their SW 
already having accepted their need to attend a particular centre.  Some said they 
welcomed the idea of having a change but had never asked for one.   

The Asian MS group said they wanted single rooms and for privacy to be ensured, with 
men and women on different corridors.  They said Hindu women would appreciate having 
female carers, and that Muslim women might not feel comfortable using a respite facility at 
all.  One person commented on the limited cultural diversity at respite centres or at MS 
Society meetings.  They saw MS as a link between people but felt it was also important to 
share their experiences with people from a common culture.  They also needed to feel 
comfortable at a centre, otherwise it would be more difficult for them to ask for what they 
needed, many Asian people being shy and reluctant to disclose details about themselves.  
The form sent prior to visits was felt to be useful, although they felt there could be some 
needs that only became apparent when the person arrived at a centre, so some flexibility 
would also be necessary.  There might also be a language barrier for first generation 
people.  The group suggested that centres build up relationships with their local temples 
and mosques to help them understand the needs of people from different cultures; noting 
Woodlands was close to both Bradford and Leeds.  Another person suggested their group 
speak to the centres to tell them directly about their cultural issues. 

Those who had not yet used respite centres said they would be put off using respite due 
to the ‘rigmarole’ necessary and the stigma involved in asking for financial help.  The 
Asian MS group suggested that people should not have to feel grateful for what they were 
given but should have higher expectations, most people having contributed to funding the 
services by paying taxes whilst working. 

The unreliability of paid carers was raised by some, who found they did not always arrive 
when they had been booked which meant it was difficult to make arrangements to go out.  
The Shane’s Centre group also commented on the location of day centres, finding they 
were often ‘at the back of beyond’ and not very easy to find. 

She has been the vice‐chair for about 20 years, so she does know the place quite well.  She would 
never stay here.  I have suggested it once or twice over the years, but it has been rejected  

You do not want to know and I suppose we all think that that is what these places are.  If you go 
for  respite;  it  is  going  to be people who  are worse off  than  you or worst  case  scenarios and  I 
suppose you just do not want to see that. 

I would say the respite would be a very, very last resort, for my wife, and even for me. 

The  social worker attempted  to  send me  to  respite, but  the only places  they  could offer were 
nursing homes.  I know I am 58, but I feel 17.   

What choice do we have? None! 
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I would not choose to come here for a holiday or anything like that.  It would be different if there 
was somewhere else to go, but  I would not choose to come here unless  I absolutely needed to. 
...... I relate a place like this to a hospital, and I do not like hospitals.  I avoid anything like that. 

If the Council give you £400 a week, and lists places to go to – forget Paul’s Place.  Most places out 
in  the community cost more  than £400.   Are  they giving you choice or are  they not giving you 
choice? 

For the first time, she is going to go into a residential home for a week’s break, because her mum 
is over pensioner age and her  father  is very  ill with another condition.   Her mum  is at breaking 
point and needs that rest; even though she does not want her to go, she understands the whole 
family unit will fall apart unless she does. 

It is taking that leap to go somewhere we have not been, which is probably stupid, because there 
was a first time here too.  What is different? 

There  is  a predictability  factor when people have been  somewhere  so often  they  then do not 
want to go back, and that is when you get into the difficulty of trying to find other places. 

  I remember talking to my social worker one day and said to him, ‘What would happen to me  if 
something happened to my wife or daughter?   Where would I go?’   She said, ‘[……],’ which  is an 
old people’s home about a quarter of a mile from me.  They all sit there wearing tartan rugs. 

XIV. Cost of Respite 

The cost of respite was a factor for many people, with a significant number highlighting the 
variation in payments available from the LA, which constituted a ‘postcode lottery’ that 
seriously affected access to quality services.  In one group respite had been funded four 
different ways.  Cost was also an issue for those wanting to go on holiday, as accessible 
facilities were often more expensive.  Some people who used paid carers said they would 
like their carers go with them on holiday but found the cost of overtime to be prohibitive.  
There were also additional costs associated with respite if the carer wanted to visit their 
partner each day, having to pay for petrol and meals out in addition to any respite fee.   

One person said they had paid £1000 to attend Brambles but knew others had been 
funded by their SSD or through Direct Payments (DP).  Some people were in receipt of 
pensions that put them just over the limit for substantial help with funding, one person 
taking a case to the House of Lords due to their situation as a war pensioner.  People felt 
it was unfair that those who had saved received no financial support.  Lack of 
standardisation in how married couples’ income was taken into account was also raised.  
The Brambles group pointed out that the cost of living with a disability had a wider impact 
on family finances, the cost of respite having to be considered as well as the need for new 
equipment. 

Most people in receipt of benefits had been expected to pay small amounts towards their 
respite i.e. £70 per week, which they were happy to do for good facilities: all those using 
MS Society centres were happy to pay towards them.  In Belfast the less acceptable 
centres were free, funded by the Health Board.  The Woodlands carers group commented 
how some policies on charging were changing, one person now having to pay for the sitter 
service that had previously been free.  A Shane Centre person, who had received funding 
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for a carer, had been told she would no longer have her respite care funded.  Someone in 
receipt of DP had been given sufficient money to fund four weeks respite a year at a 
suitable centre, but another person said South Gloucestershire’s rate was only £400 per 
week - the cost of a week at their cheapest care home - so people there effectively had 
been given no choice of where to stay.  One person from Nuneaton had been challenged 
by the Benefits Agency on return from holiday, being asked to justify leaving the country, 
which made her reluctant to holiday abroad again.  There were also some inconsistencies 
in charging when people used centres in different parts of the UK; one person in Scotland 
having to pay for the medical component of their stay at Woodlands due to there being no 
cross border agreement.   

One person who had been unable to pay for her stay at Leuchie had been funded by the 
Dundee MS Society, but other local groups did not offer such funding.  It was suggested 
that affordable respite should be available to all, with Society grants going to those in most 
need.  However a significant number were reluctant to ask for assistance as it felt like 
‘begging’. 

Some people also wanted to be able to use respite money to fund whatever break they 
chose, one person describing her caravan as her best way of getting a break, having 
recently bought a larger van to accommodate her wheelchair.  Others wanted to visit 
family abroad but were unable to afford the trip without financial assistance.  Some people 
also felt guilty about spending their family’s money on respite, knowing their carers were 
unable to have a holiday. 

The additional cost of accessible holiday venues was raised by many people, although the 
group from Paul’s Place found they had been able to negotiate a more favourable rate by 
travelling together, each person paying around £300 per trip.  They now also allowed one 
couple to go on each holiday, funding it through money given by the LA for respite breaks 
for carers.  One person said he had been given money for respite but the Council had 
specified he had to go away with Paul’s Place, which whilst he might well have chosen to 
do so, found this to be ‘wicked’ as he also wanted to go away with his wife. 

One carer said he saved his Independent Living Fund (ILF) money to enable him to have 
every second weekend off, as otherwise he provided all his wife’s care each weekend.  
His wife had also been more reluctant to go away for respite since the smoking ban came 
in, as she had been reliant on staff to take her outside to smoke.   

There is a vast disparity across the whole country, not only about local authority funding, but also 
MS Society and local branches’ funding.  That, coupled with individuals’ ability to pay, means you 
do not have any consistency across the whole area. 

But it is not affordable to the ordinary person.  £1,600 is a lot of money. 

We felt terrible asking for money to take our son on a break. 

Normally, if any of our members come here, we pay half.  It has been ages since anyone has come, 
but we used to have regular visits at one time 

Certainly,  funding  is  an  important  consideration  because,  in  effect,  it  doubled  the  cost  of my 
holiday.    In  fact,  it was more expensive  for my husband to come here than  for me to go to the 
Arctic Circle. 
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I have only £1,400 for the year, for 21days.   For the holidays  I have, that  is a stretch  if I have to 
take a carer with me 

I am going to say that one of the aspects of respite is cost.  The cost is astronomical if you go to 
any places that give you the support that you need.   

I know about people going sailing etc.  Goodness knows what the costs are that would be involved 
there,  but  I  guess  this  has  just  become  a  comfortable  option  so  I  have  not  looked  too  far 
elsewhere  to  see what might be on offer.    I am  from Canada;  I would  love  to go back.    I am a 
Canadian citizen but I do not know whether or not I will see the place again. 

XV. Access to Emergency Respite 

Most people said that they were not aware of any facilities for emergency respite and did 
not know what to do if an emergency occurred out of hours, other than to dial 999 or to 
call family and friends.  One person said they would ring their GP to access NHS 
Intermediate Care which would be delivered in the home.  Several people expressed 
concern about the lack of emergency respite care and suggested that the availability of a 
phone number to call for help, or an emergency buzzer system, would be useful.  They felt 
that there were a range of reasons why a person might need emergency respite and that a 
facility suitable for one would not necessarily be suitable for all.  The only people satisfied 
with their experience of emergency respite were those who had secured a last minute 
place in an MS Society centre.  Others imagined they might be placed in a hospital or 
nursing home in an emergency, neither venue necessarily having the right level of 
equipment. 

From the Brambles group one person had been to a Cheshire Home for emergency 
respite but found there had been nothing to do.  Another person had gone to Redhill, that 
stay being arranged via their SSD.  A third person had needed emergency respite due to 
his paid carer going off on leave at short notice, and had managed to find emergency 
respite carers locally.  In Swansea people felt access to emergency care was improving.  
The need for people to have a SSD assessment was stressed by one participant in 
Swansea, who had found it made a huge difference to accessing all services. 

In Scotland one consultant was reported to have decreed emergency admissions due to a 
carer being injured were not a priority, the carer having to either continue caring or have 
their loved ones placed in a home.  East Lothian were said to be trying to introduce 
emergency respite that allowed a person to remain in their home, some people local to 
Leuchie already having a communicator system with a buzzer hung round their neck that 
would summon assistance in an emergency.   

Access to emergency respite in Bristol was said to be non-existent with Council offices 
closing at 17.00, and private agencies not wanting to help.  However carers from Paul’s 
Place would ensure care was available for any of their centre users.  They said they were 
also planning to launch their own care agency which would further help to address this 
problem. 

I have found it to be really inaccessible.  The need is there, but the ability to get to it in emergency 
situations is nigh‐on impossible.  
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What we  tend  to  do  now  is we  do  not  ask  for  help  at  all,  because we  need  to  save  that  for 
emergencies;  for something  that crops up,  like a doctor's appointment or when  I am  really not 
well.   We save that up, so we do not have Granny coming to  look after the kids every now and 
again, because we need to save that up for emergency time. 

We  would  ring  them  up  and  say,  ‘Something  has  happened.    Participant 8  needs  to  go 
somewhere,’ but  it would be to an old person’s home.   It  is not that suitable, but  it  is there and 
organised.   They might not have the hoists or proper equipment, because a  lot of old people do 
not need that.   

XVI. Role of MS Society 

I. Information 

Many people felt the Society had a role in co-ordinating and disseminating information.  
People also wanted the Society to help them navigate through the ‘system’, backed up by 
a local directory and information available via branches.  By knowing more about their 
rights, people were less likely to feel they were begging for funding or feel grateful for 
receiving a small amount of respite.  Woodlands carers said they were not aware of the 
Society’s helplines but had used the website and chat rooms, finding it helpful ‘to know 
that you are not the only one who has got these problems.’  Some felt the Society needed 
to ensure they got information out to people in an effective way, one person suggesting 
that better use be made of branch newsletters, another commenting they found The Link 
‘pathetic’ as it was not informative or bright enough in comparison to Pathways magazine.  
There was also a need for more communication from the Society on new developments 
and treatments, e.g. stem cell research and exposing scams.  One person suggested the 
Society work with the BBC Holiday programme to ensure there were features on 
accessible holidays in other countries.  Woodland’s carers suggested the Society also had 
a role in getting information out to SSDs so they were better informed. 

It is basically a question of information; you can only choose when you know what the choices are 

As I said I never knew about your MS Respite Centres until the last issue of MS Matters 

 

II. Campaigning 

The Society was felt to have a role in promoting independence for people with a disability - 
to ensure facilities were available to help them reintegrate into society - and to increase 
understanding of the complexity of MS and to give a more positive picture of people with 
MS in the media.  The Society was also asked to ensure that national standards for care 
were implemented and that good quality respite and other facilities were available for 
everyone in the UK.  Several groups suggested that the Society campaign to address the 
increased cost of going on holiday for disabled people, and also to change people’s 
perception of respite.  It was suggested that the Society contribute to the Community 
Plans that each County Council drew up, which included issues like availability of 
transport.  One Leuchie Carer felt the MS Day needed a higher profile, as there was felt to 
be a good deal of public support for MS that could be better harnessed.  The group also 
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suggested the Society campaign for more physiotherapists in Scotland and more places 
for day respite.   

The role of the MS Society is to educate the people in the MS Society as to what their rights are, 
what is available and what they can avail of, so they do not have to feel they are begging and they 
do not have to feel grateful for getting a bit of respite care. 

 They should help you through the different systems that you are navigating your way around.   

I  feel  there  is  a  strong  case  for  the MS  Society  to  lobby  for provision,  rather  than providing  it 
themselves.    They  could  perhaps  provide  some,  but  should  use  their  resources  to  lobby  for 
provision to be available within local facilities.   

 

III. Service Provision 

The direct provision of respite was considered to be important by those people who used 
the Society’s centres.  Within the Society’s existing centres people suggested that short 
breaks also be offered and also the opportunity for people to swap a week’s respite at one 
centre for a week at another, to give them a change of location.  Whilst in an ideal world 
others would like to have local access to Society run centres, i.e. in the north of Scotland 
and Bulith, most people felt funding and running more centres was not practical.  Rather 
they felt that the Society should be working with other bodies to ensure such centres 
existed.  It was suggested that this could be done in collaboration with Vitalise, whose 
centres were aimed at a similar group.   

The Brambles group suggested that the centres constituted a fairly unique research 
opportunity and could be used more by the Society.   

One person in Belfast suggested having a bank of care assistants, trained by the Society 
but funded by the statutory sector, who could offer home care.  The Woodlands carers 
suggested the Society set up groups to provide day care or a roving sitting service to offer 
weekly respite.  It was suggested that the Society could facilitate a network of accessible 
coaches, with disabled toilets, that would allow people to travel to centres in different parts 
of the country.  They could then put together a package of transport and respite.   

Some people felt the Society needed to reach out more to people who were isolated.  One 
person from the Shane Project said she had contacted the Society some years ago and 
found them unhelpful so would not have wanted to use their respite care centres, feeling 
her son might have been ignored. 

I would also love to see our own specialist, another MS home in the north of Scotland, because I 
think you are seriously failing people up there, which is a large percentage of people with MS.   

Should a charity provide a service that really should be provided by the  local authority?   Should 
we expect the MS Society to have things like this?   

Should they provide services?  I do not know.  That is a social services provision.   
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I would think that care is virtually impossible to provide.  Firstly, if you just take Northern Ireland, 
if we had one centre, it probably would be like a nursing home, with the track and hoists and so 
forth,  so  that everybody  could  take  advantage of  it.    I  also  think  it  is  a  very expensive way  to 
provide it.   

Whether  it  is  the MS Society  itself  that provides  it or whether  they work with other providers, 
because  in this day and age funding has to come from as many sources as possible, perhaps the 
MS Society could take the lead in trying to develop something within Wales.   

The MS Society  could not  run places everywhere, but  they  could vet  them or  license  them, or 
accredit them; that would give us more confidence, because we know that some are not suitable.   

The MS  Society will  not  be  able  to  fund  this,  because  you  have  to  do  it  in  England,  Scotland, 
Northern  Ireland  and Wales.    You will  not  be  able  to  fund  it  on  your  own,  so  you will  need 
government help. 

 

IV. Grant Giving 

The Leuchie group commented favourably on the Society’s grants for installing accessible 
kitchens and respite breaks, and their self-management courses, which they encouraged 
the Society to continue funding.  One group had little contact with their local branch but 
their perception was that people known to the committee had been given equipment, 
training courses and holidays which others had not been offered or known to be available.  
One person noted that the Society awarded grants for holidays every two years, but felt 
that should be changed to allow people to go on holiday every year and to fund six 
monthly respite breaks for those who could not afford them, perhaps working with health 
authorities and LAs to fund them. 

I would like to see the MS Society look more at the support grant end of it and make it easier to 
access, make it maybe easier for people like Participant 1 to access without feeling guilty about it; 
providing funding and support so he could go on a holiday like anybody else. 

They could make it so that somebody like me could come to the MS Society and say, 'This is what 
we would  like to do.   Can the MS Society fund  it?'    I can see the  logic that any facility would be 
very limited as to how often a person could come into it. 

 

XVII. Other Uses for MS Society Respite Centres 

There were not many responses to this question, but those who expressed an opinion felt 
services should be available as widely as possible, so those living in the locality of a 
centre were able to access its facilities as day guests.  Whilst people welcomed the idea of 
having the facilities used by a wider range of people, they raised two concerns: firstly that 
there were many more people who could benefit from the therapies than were aware of 
them; and secondly that if all who could benefit wanted to use the services, the Society’s 
centres may become stretched too thin.  
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In Wales, we have nothing  like  that.    It  is very difficult  for us  to say how  they should be better 
utilised  in  those areas, when none of us will ever access  those  fixed buildings and  the  services 
they provide. 

The  care  that  suits one person does not necessarily  suit another,  so you have  to be extremely 
careful in how you listen to people and use this knowledge.  We are stuck with our little problem: 
everybody  is different and has a different attitude.    I will  tell you what  I know  cautiously, and 
leave it at that.  
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