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ABOUT THE PROJECT

The research project - "Ageing with a Disability: The Dimensions of Need' - commenced in March 1990 and was
completed at the end of September 1992. Funding for the work was given by the Joseph Rowntree Foundation. A
full report - "Ageing with adisability: What do they expect after all these years? - will be published shortly (see
Appendix for full details).

The project has examined the experiences of people with long-term physical disabilities or disabling illnesses who
are also experiencing the ageing process. The findings are based on responses from over 300 men and women
with avariety of disabilities, including diabetes, polio, multiple sclerosis, scoliosis, parkinsons disease, and
arthritis. 125 of these have also been followed up with in-depth personal interviews.

The project has al so attempted to highlight the race dimensions to ageing with a disability. Attemptsto locate
older disabled people from black and ethnic minority communities through the membership of established
disability organisations proved unsuccessful. Consequently, additional outreach work has been undertaken to
consult with local community groups, identify older African Caribbean and Asian disabled people, and to
discuss their experiences and needs.

Apart from the research itself, dissemination is also an important part of the project. The specific aims of the
dissemination can be summarised as follows;-

i) to raise awareness of the existence, needs, and experiences of people who are ageing with a disability
amongst voluntary sector organisations, organisations of and for disabled people, and support
agencies,

i) to initiate on-going dissemination and debate on the practical implications of ageing with disability, and

to document proposals for future action aimed at addressing the needs of older disabled people;
iii) to suggest some of the key practical measures which older disabled people would like to see taken;

iv) to highlight any particular concerns of different groups of older disabled people who have participated
in the project.

We are also planning to organise a seminar/workshop to discuss the practical implications of our findings. This
has been provisionally scheduled for Spring 1993. We are also planning to produce a practice guide for disability
organisations and statutory agencies based on this seminar.

Although most of the issues raised by the project are of universal significance, it isimportant that the findings
are made availabl e to the various disability organisations whose members have participated in the project so that
they can utilise thisinformation in their own work.

This briefing paper is based on information given by members of London based branches of Arthritis Care who
have contributed to the project. A total of 19 people who are ageing with arthritis have participated following a
request for volunteers who have been disabled for 20 years of more. 18 of these (17 women and one man) have
also participated in the follow-up interviews. The average age of this group is 73; they have been disabled for
between 20 and 66 years, with the average being 26 years. 10 out of the 18 have rheumatoid arthritis, 6 have
osteo-arthritis; the other two did not specify which type of arthritisthey have.

Following an overview of some of the main background issues to ageing with disability, the views of people with
long-term arthritis on specific topics covered by the research are outlined. Each section contains a summary of
the main issues raised and (where appropriate) the possible implications for Arthritis Care and others. The
briefing paper is organised around the following topics;-

# Concern about ageing and the need for research;

# The experience of ageing with arthritis;



# Physical and health problems associated with ageing;
# Health services/health care;

# Practical/personal support needs.

BACKGROUND ISSUES

The ageing of the population in Britain is having a profound impact on social policy, service provision and
professional practice. However, the “ageing population' is afar from homogenous group; rather, there are
important differences between particular groups, sub-groups and age cohorts, which have to be identified,
acknowledged, and responded to, if appropriate services are to be provided and individual personal needs
adequately met.

One particular sub-group which has been more or less completely overlooked are people disabled in child or early
adulthood who are now beginning to age with their disabilities. Changing patterns of life expectancy brought
about by advancesin medical technology, treatment and rehabilitation mean that the size of this sub-group of
disabled peopleisincreasing. While there are no compl etely accurate figures, we can get some idea of the
numbersinvolved from the two national disability surveys carried out by OPCSin the late 1960's and 1980's
(Harris, 1971; Martin et al, 1988). These surveysindicate that there are just under 100,000 people aged 50 plus and
disabled for 20 or more years alive today, with around another 200,000 who will reach this age within the next 10
to 20 years.

Thisincrease in the numbers of people who are ageing with a disability is also differentially distributed according
to both gender and race. First, although the prevalence of afew types of physical impairmentsis higher amongst
males, nearly all the largest sub-groups of older disabled people contain far more women than men. Second,
largely due to immigration patterns, most ethnic minority communities are younger than the white ageing
population; thus, the preval ence of ageing with disability islikely to increase at an even faster rate amongst
these groups over the next decade and beyond (CRE, 1987).

Despite the growing number of older disabled people, next to nothing is known about the experience of ageing
with along-term disability. It isimportant to consider that, while there may be some overlap between the interests
of ageing disabled people and other groups in the ageing population, each group will bring it's own perspective
to the ageing and disability experience. Within the population of people who are ageing with adisability, there
are also likely to be differing experiences and concerns structured around race and gender. These contrasting
perspectives may, in turn, influence expectations and preferences about what kind of support may be required,
and how it should be made available. Furthermore, the present structure of support servicesfailsto meet the
needs of the majority of disabled people, let alone those who may be experiencing the additional problems often
associated with ageing (Beardshaw, 1988; Fiedler, 1988). Almost inevitably, this meansthat many peopleinthis
group will fall through the net of existing support provision.



CONCERN ABOUT AGEING AND THE NEED FOR RESEARCH

The response we have had from people with long-term arthritis indicates concern about ageing and the need for
more research of thiskind. There are several dimensionsto this concern;-

* Some people who have contacted us are concerned about the wide variety of physical and health problems
they have experienced with ageing and feel that more should be done to investigate why these problems are
occurring and what, if anything, can be done to remedy, or at least minimise, the effects. Related to this, thereis
concern that thereis very little research on separating out the effects of ageing and the long-term consequences
of arthritisitself.

* Even where people have not yet experienced any significant problems, some are anxious about what may
happen when they are older. Apart from the implications for their own lives, some are also concerned that future
generations of ageing disabled people should not have to face the same kinds of difficulties.

* While medical research is obviously important, many older disabled people clearly feel that there hasbeen a
marked lack of attention paid to the long-term implications of living with adisability in terms of quality of life
issues and practical/personal support needs. Some peopl e stated that they have been waiting for along time for
someone to undertake a study of thiskind. We are very conscious of the fact that, in undertaking the study, we
have raised peopl€e's expectations that the issues they are concerned about will now be given a higher profile.
While the project will hopefully be able to meet some of these expectations, thereis a clear need for organisations
like Arthritis Care to take this further and incorporate members concerns about ageing into their own work.



THE EXPERIENCE OF AGEING WITH ARTHRITIS

Although the main purpose of the project isto examine the practical implications of ageing, it isimpossible to
develop appropriate policies and support services without an awareness of, and sensitivity to the subjective
experiences of ageing with adisability and the impact people feel this has on their lives.

The experiences reported by people participating in the study are vary varied, although there are also several
important common issues. In many ways older disabled people feel very positive about themselves despite, or
more often because of, negative experiences of ageing as disabled people. Several people clearly feel that, living
with adisability for 20 or 30 years or more in agenerally unsupportive environment has certainly taught them the
“art of survival' if nothing else. At the same time, the majority feel that ageing also raises the stakes asfar astheir
continuing to survive and maintain control over their own livesis concerned. Many are very anxious about what
the future hasin store.

Some of the main issuesidentified are summarised below.
* Many of the people we contacted felt that their needs, and even their existence, have been overlooked.

* Because of theinvisibility of disability (particularly earlier in their lives), many older disabled people feel very
isolated and unable to get anyone to understand their anxieties about ageing. For some, participating in the
study had been the first opportunity to discuss this for maybe 20 years or more.

* Peoplée's perceptions of, and attitudes towards ageing cannot be understood without reference to previouslife
experiences. Asthe experience of disability will have been amajor feature of the lives of al of the people
participating in this study, it is not surprising that this frames their personal responses to ageing.

* Thisisillustrated by people'slevel of satisfaction with the quality of life. The findingsindicate that, ageingis
typically associated with a “downturn’ in people's level of satisfaction after they had been disabled for between
20 and 30 years. Also, this appears to be closely associated with the onset of the ageing process. About half of
the peoplein the study reported that their satisfaction with the quality of life had risen again over time as they
accommodated themselves to the physical and personal changes experienced with ageing. Others, however,
remained dissatisfied.

* There are numerous factors which influence how older disabled people view the quality of their lives. First,
some peoplefeel that the effects of the ageing process itself are like the onset of a “second disability'. In other
words, they likened the impact on their lives to the kind of experiences they had when they first became disabled.
Indeed, for some who had never really considered themselves to be disabled before, the main impact of ageing
had been that they now recognised their disability for thefirst timein their lives. Other peoplefelt that, while they
had always found the physical consequences of their impairments difficult to cope with, the additional effects of
ageing had made the situation much worse.

* For some people, this heightened awareness of disability had been agradual or even insidious process. Often,
however, the process had been triggered by a particular problem or crisis like the death of a partner, being forced
to take early retirement, or asudden or accelerated downturn in an individuals physical well-being.

* The realisation that ageing contributes to a heightened awareness of physical deterioration was a particular
source of frustration for many people. For some, there were also additional consequences like having to give up
working, areduction in social and leisure activities, or the impact on personal and sexual relationships.

* At the sametime, several people felt that they were so used to dealing with problems like physical pain that
they did not have much doubt about being able to cope with any additional problemsthey might face when they
were older.

* While the kinds of changes described above are often a source of considerable frustration or anxiety, some
people also emphasised that they would be much easier to cope with if they had appropriate support (personal
and practical). However, given that so many people participating in the study have lived most of their lives
without any support outside of their own family and friends, several felt that they were well equipped to develop
their own positive coping strategies; indeed, they would not have been able to survive without them.



* Faced with this situation, many older disabled people becomefairly expert in the art of survival over the years.
But, this can sometimes be atwo edged sword for people who subsequently find it very difficult to accept
needing or asking for any extrahelp in dealing with some of the problems they experience with ageing. This has
far reaching implications for how older disabled people define their own independence, and what they consider
to be appropriate and acceptable forms of support.

* A related problem is that, because many older disabled people have been isolated for so long, they are often
unable to get othersto recognise their needs. Also, the cumulative effect of thiskind of experience may be that
some people do not have the confidence to articul ate their needs. This often tends to be a more common
experience for older disabled women, many of whom are particularly isolated.

* Older disabled people from black and ethnic minority communities were also particularly isolated and most did
not have access to the support and advice offered by established disability organisations (either nationally, or
locally). Thefact that lessthan 3% of our original sample drawn from members of various disability
organisations were people from black and ethnic minority communities gives some indication of the scale of this
problem.

* Many of the people we contacted expressed significant concerns about their independence, which they saw as
being threatened by physical and/or personal changes experienced with ageing. In some cases, this only extends
to personal or physical independence, but for many people ageing represents a threat to their independencein
the much wider sense of losing control over how they wished to live their lives.

* These anxieties are often closely related to the lack of appropriate and acceptable support for people who are
ageing with a disability. Several people were concerned about the possibility of having to make major changesin
lifestyle, such as seeking more personal assistance, changing their living arrangements, or having to move into
institutional care.

* These perceptions of the possible impact of ageing on independence have to be understood in the context of
attitudes towards independence, autonomy and responsibility developed throughout peopl€e's lives. For example,
several people perceive achieving their independence (however, they defined it) to be one of the most significant
features of their lives. Thiswas particularly relevant in the early years, when there was often no support or
guidance available. Achieving thisindependence had often taken many years and certainly involved agreat deal
of effort.

* Many people also talked about the efforts involved in maintaining their independence and how this had
become harder asthey grew older. Consequently, it iseasy to see how the possibility of having to give up some
of their independence was a source of great anxiety.

* Whilst most of these concerns were shared by older people with arthritis, it isinteresting that levels of
satisfaction were generally higher amongst this group. One of the reasons suggested for this was that, unlike
some other groups of older disabled people's experiences, people with arthritis do not generally experience
sudden or unexpected deterioration. Consequently, they are perhaps better placed to gradually accommodate
themselves to changes they experience with ageing.

THE EXPERIENCE OF AGEING WITH ARTHRITIS (Quotes)

"1f there was anything | felt | needed (health services), I'd ask for it. The thing is, when you've had something
like thisfor along time you learn to accept it and make the best of what you've got. You've either got to make
the best of life, or you're going to go under. So, | do just that."

"1 don't think it's so much getting older that's going to effect my independence. Aslong as| sort of keep as| am
now - if | just get older without any sudden deterioration or anything else - then | would say that it would be as
good as| could expect it to be. | mean, the limitations are to do with the arthritic problems, and not to do with
getting older. I'msurethat, if | didn't havethis, | could run a marathon or something. | do think about it, but
not in a sort of despondent sort of way at all. You've got to think about it really because it is happening, but
you have to have a positive attitude.”

"They'retrying to build up more on the hobbies and handicrafts side (at the day centre) for those who want to



work. Of course, there are some who don't intend to. But, for me, it's always been a matter of pride - you feel as
good as anybody else if you can do something. But, they're not brought up to have that sort of attitude now. A
lot of the youngsters are quite happy to just sit and gaze - which is a shame. Thereisa lot of different attitudes
these days. | think that, if you can do something - whatever it is and however long it takes - you're much better
off than just sitting around with a grudge against the world."

"We're not grumbling. We've had a good life - but you can't pretend there haven't been problems. We're both
very independent and we'll fight for aslong as we can to stay together. We have our independence now, but we
don't know if we might become compl etely helpless. But, it'simpossible to tell what's going to happen in the
future, so we always try and make the best of what we have now. We still have a good life anyway. The only
thing is that we can't go abroad anymore - but you accept that.”

"It was 1939 and 1940 when the arthritisfirst started. In the summer | had a sort of sore upper armbut | didn't
think anything of it. But, in the autumn, it had reached the knees and by the Spring of 1940 it started in the
hip. But, they never took any notice of it because they said - you don't get it in the hip. But, you do - only it's
very rare with rheumatoid. Then, by 1942, it seemed to have got a little better. The thing wasthat - | was 16
then - you had to register for war work. | thought to myself - if | can't find something that | can do, they might
find meajob that | can't do. Probably they wouldn't have - but you feel like that don't you. So, | got ajobina
tannery workroom at the local Co-op. It was a good workroom. They didn't mind keeping up the junior'sjob
and not giving themto me. You see, the juniors had empty the bath for the pressing cloth and make the tea etc.
Well, | could just about walk the distance - but not twice a day. So, they said | didn't have to do that. | stayed
there until 1948 and then | got taken into hospital and | wasin there for 22 months altogether."

Researcher: Why did you have to stay in for so long?

"Well, they didn't have so many drugs in those days for fighting these sort of things (arthritis). All they had was
aspirin and codeine. They were very limited, they put me on penicillin because my temperature was going to
104 every day - that was 8 injections a day. But, it didn't do a bit of good. You see, it was befor e they knew that
you have to clobber it with penicillin before because, once you've had the smaller doses and increase to the
bigger doses later, you were immune. So, by the Christmas | weighed about 5 stone and | had about a fortnight
when | had oneice cream a day, and that was about all. | developed a heart condition and got rheumatic fever
- I wasall purple. | wasjust laid flat out. | couldn't bend because the bones had grown so much and the
cartilage had just all disappeared, so the hip joints had no room to move whatsoever. Then, it took about 6
months to get the temperatures under control. Then, they tried M & B. That was something new that they tried
in thewar as a healer for wounds. They tried several different ones and the last one worked. But, mind you, |
wassick asa dog with it - but in the end it did work. After they transferred me, | wasin a research ward. They
wer e trying out what they could find instead of cortisone because that was still only available in America.
Cortisone was supposed to be a wonder drug, but they didn't have it here then so, | was put on male gland
extract - like the weight lifters have nowadays. But, really, they were just looking in the dark. Of course, now,
they reckon that actually attacks the cartilage - | didn't have much left after that. It's always the same - they're
in the dark for about 20 years after they start something. It was very unusual for peopleto get arthritis so
young in those days. They used to call it Stills disease, but it wasn't - it was rheumatoid. With mine, it was
active up till about when | was 53 (40 years after onset). Of course, as that stopped and | had less pain it got
more stable. | still get pain, but it's not so inflamed. The trouble is though, that was when the | eft hip started to
crumble - when | was about 54. So, just as 1'd got a bit of comfort, the left hip started to crumble. It turned out
that half the socket had disappeared, so | had nothing to stand on - it just disintegrated. | had to wait because
they'd closed down the local ward for financial reasonsand | didn't get in for about 2 years. Then, all they
could do was a girdlestone - which islike a tent polein a cup. Anyway, | survived that with a struggle and
then, 3 yearslater, | had a tumour. | survived that, and then a couple of yearslater, it was diabetes. Some
people said it was the shock - but everybody's got a theory, haven't they. Still, anyway, I'm still here."

"1 had to retire fromwork when | was 47 and | went to Middlesex Hospital after that and | was there for along
time (treatment for arthritis of the spine). When | wasthere, | read a lot. I've got an enquiring mind and | read
as much as| could about it and learnt asmuch as| could. So, | suppose | just sort of gathered information as |
went along."”

"Of course, the worst thing was having to retire so early. On the other hand, it didn't take me very long to
realisethat | could occupy myself very nicely and now I'mglad I'm not going to work. It's one thing to make an
effort to do something you're going to enjoy, and another thing to make an effort to go to work every day when



you've been in pain all night, and you've got to drag yourself out of bed in the morning and go and do a day's
work. You know, that's horrible. It was a joint decision with the doctor. | felt that | really couldn't go on
anymore. Actually, for thefirst 10 yearsor so - if | felt that | couldn't go on - | used to have 2 or 3 daysrest. But,
I never actually had a whole week off until after that had gone on for 10 years. So, | did very well but during
the next 3.1/2 years| did have to have a lot of sick leave. So, | decided that | really just couldn't go on - it was
wearing me out. My employers were very good to me. If I'd felt that | could have gone on, they would have | et
mego on."

"The first couple of weeks after | stopped (work), | was pretty depressed because the pain wasreally bad at
that time and | really did think it was awful having to give up work. | can't remember how long it lasted but |
know that after some time my sisters were saying - how did you find time to go to work? You know, | had
friends who used to take me by car to classesand | had a lot of help - so | was very lucky."”

"Intheearly days| didn't have any rehabilitation or physio - nothing at all. How it started wasthat, | had
pain in one foot and the doctor sent me to the Royal Orthopaedic Hospital and there, they told me the pain was
pressureon a nerve. Then, | had the same trouble in the other foot so then | had blood tests and it was then that
it was diagnosed as rheumatoid arthritis - but, | wasn't told so they just put me onto aspirin and wax baths for
my hands and feet. So, after 18 months of not getting anywhere, that's how | came to go to the Homeopath. But,
of course, when | had to give up work | couldn't afford private treatment. So, after that, my GP sent meto .
George's department of physical medicine to see about physiotherapy and the doctor there- | didn't even take
my coat off - he saw me for about 5 minutes and he said that he didn't agree with exercising joints like mine
and | should go somewhere where they specialised in my complaint. So, he referred me to the rheumatol ogy
department at Middlesex Hospital and | went there for over 20 years. In the beginning, the drugs they put me
on upset my stomach and my bowels so after that | didn't have any medicine. | said that | preferred not to have
any drugs. But, the rheumatol ogist was very good. He still used to see meregularly and | had hydrotherapy
and different kinds of splints for joints, injections in the knees and things like that. But, he was very good - he
didn't force medicine on me anymore after that - except when the trouble flared up in the spine. It was very bad,
and he put me on a drug called Methrazone - an anti-inflammatory drug. But, 1'd only taken it for a few days
when | had very bad side effects - including waking up in the middle of the night and struggling for breath and
having arash all over me and feeling ill and having more pain. So, | just said to him- | prefer the devil that |
know thankyou very much - and he said - you're probably right. So, that's how it went on and | never had these
strong drugs that can have the side effects. | found that when | had to retire fromwork at the age of 47, | was
very sort of depressed about it at first because it seemed awful that I'd got to retire at that age. But then |
decided that | must do the thingsthat | can. | was ableto sing, so | did quite a bit of singing in different classes
and | went to a french class and another class called Speech and Self Expression - that helped me quitealot. It
occupied me and gave me things to think about. Then, eventually, | sort of stopped going to those and now |
quite happily occupy myself with music and doing crossword puzzles, reading. | do the light chores about the
place, and | have somebody come in once a fortnight to do a good going through. That's how it is now."

"When | first came out of hospital, | went back to live with my mother - | was the youngest of 9. | couldn't go
back to work because - in those days (1950's) there weren't all these beds and chairs and things. My mother
had got my brother to make four wooden blocks with recessesin so the bed was high enough and she got a
local builder to seeto the outside loo so that was high enough. But, of course, | couldn't get out there the first
few months. | had to walk with plaster sprintsthen anyway. So, it would take me 6 steps just to get off the bed
onto the carpet. So, it was a very slow job. With all that, it would have been impossible for me to go back to
work - I've never been back since. But, gradually | was able to take proper steps. Then, they sent me for these
two hip operations which they said | wasright for. They didn't promise there would be any improvement
because they said the tendons and muscles might be absolutely useless by then. But, it did make some
improvement - although not as much as the other people were getting. Then, about 1965, | started up on drugs
again. These were the anti-inflammatory drugs - which were quite a new thing then. That quietened the joints
down when they started to get painful. But, taking drugs doesn't really solve the problem because the pain just
spreads. These bouts of pain would last for about 3 or 6 months and you just go on like that."

"1 haven't noticed any change (in the way | feel). Obviously, you do change as you get older and your outlook
changes, but | haven't really noticed it - it's been gradual. | think that all | have gone through isjust the
natural process of getting older. | mean, apart fromthe very bad timesthat | had in the earlier years -
particularly with rheumatoid arthritis, when life was very hard. But, otherwise, | just think I've got older justin
anatural steady way. | haven't noticed any deterioration in my mental state - apart from memory lapses that
everybody gets - you don't even have to be very old to have those do you? | mean, | haven't become crabby or



anything like that. Asyou get older, you realise that you're getting older - I mean, we had a big family, there
wer e 10 of us and then 5 of us have died. You know, things like that happen and obviously it makes you aware
these things have got to happen. One of my sisterswill be 80 this year and you think, you know, 80 is getting
old - and my eldest sister died last year, she was 82. But, they're the sort of things that happen - they're
inevitable aren't they."

"It (arthritis) definitely affects the quality of your life becauseit's so restricting. And, in the days when the
rheumatoid was very active, the pain is very severe - which is hard to cope with, and you do get depressed at
times. But, not now - it's eased off to quite an extent. | do get flare ups, but in the main it's more livable with."

"I think | copewith it (disability) very well. | know that because medical people have told methat | cope well.
Also, | know that compared to |ots of people who moan and groan about minor things all the time - which |
don't. | think that I've always done the best | could with it over the bad years. | mean, | wouldn't have kept on
at work for all those yearsif | wasn't the sort of person who really made the effort to cope. But, they were bad
years. I'mlucky really in being able to use my mind, when there's a lot of physical thingsthat | couldn't do. If |
didn't do thingsthat | enjoy so much | would probably find that time was hanging heavily quite a bit. Now, |
never find that time drags - so I'mreally quite happy."

"Thereisa problemwith alot of people with arthritis. You do tend to dismissit for a long time until it just gets
so bad that you can't ignore it anymore. But, having said that, you don't have to make it feel asthough you are
adisabled cripple - you just get on and make the best of it."

"We've got one bloke (at the day centre) who refuses to do anything. He's got MS, and he's got a grudge
against the world. He won't do anything - he just sits and has a sleep or a smoke. That'sit. Some of the other
fellahs have talked to him - they've got the same MS- but it doesn't make any difference. It's rotten, but what
can you do with him. You see, he was fine until he was about fiftyish. After that, he was always ever so sorry for
himself. | said to him once - what about these youngsters here that have never walked. He says - oh, what you
never have you never miss. | said - don't you believeit. There arelots of things you can do - aslong asit's
possible. Of course, if they're spastics, they haven't got the same chance have they? I've got a spastic friend.
She'll make things - not perfectly, but good enough. Then, there's another young fellah there and he does
carpentry. It took him 15 minutes the other day to get one screw in - but he didn't let it beat him. You admire
that don't you."

"l amvery satisfied (with leisure time). | do different things now - but I'm never bored. | would like to be able to
do more with my hands though. | used to be a good knitter. | used to do needlework and embroidery, and |
can't do things like that anymore. | would like to do handicrafts as well but, those sort of things, it'sjust too
painful and difficult. There are some restrictions though. I mean, | would like to be able to go all over the
shops. | mean, with thingslike that, there arerestrictions. | mean, here, | can go to the shopsbut it'sa
miserable shopping centre. I'd like to be able to do like my sisters do and go to Croydon and Kingston - all
over the place and go to all the nice shops. But, if you're going to have carsto Croydon and carsto Kingston -
apart fromthe fact that it would betoo tiring - it's too much money. But, | am satisfied because |'ve accepted
what | can't do and | enjoy what | can do."

"My family come and visit me and here (sheltered accommodation) we have quite alot of social activities
going on. You need never be alone if you don't want to. | have friends here and we visit each other - we meet
and have a cup of tea and a natter. And, if you want them, they have indoor bowls, table tennis, darts and that
sort of thing. Now, they are thingsthat | would actually like to be able to do now you come to mention it. But,
you know, | can't really do those sort of things but | would like to be able to although they are available for
people who can do them. But, I'm quite happy with things asthey are."

"Well, | find that | need some quiet daysin. I'mover at the day centre on Wednesdays all day - that's when | get
my bath. Tuesday mornings | go to a lace making group and | still do quite a bit of lace work at home - that
keeps me occupied. Actually, | have been making the altar boys' robes for our local church. They were looking
for someone who could do it and there was only me, so | volunteered. I've done 29 so far - that's over about 3 or
4 years. But, that's doing odd half hours - not sitting for a whole session like a professional would. Anyway, it's
anice hobby. I've been doing it for 7 or 8 years now. Mostly, we teach ourselves and teach each other. That all
started at the workshop - it was organised by the social services. The occupational therapist suggested it at
the start, and it just sort of grew fromthere."



"1 still keep very busy, although | do like to put my feet up in the afternoons. | do what | can when | can. Of
course, astime goes by, | don't do as much as | used to - but, then that's the same with everybody isn't it. You
see, the last hip operation took a lot out of me - so I've had to cut down since then.”

" After my wife came back fromthe rehabilitation centre, it was obvious that some things wer e going to have to
change. To give you an example, I'm 84 years old and |'d never cooked before thisyear but, it's never too late
to learn and now I'm baking cakes and allsorts."



PHYS CAL CHANGESPROBLEMSEXPERIENCED WITH AGEING

Members have reported awide variety of physical and health problems/changes experienced with ageing. Some
of those commonly experienced (eg. decreasing mobility) may well be associated with the “normal’ ageing process
(although thereis no universal agreement about what normal ageing actually entails); at the sametime, thereare a
small number of problems/changes which seem to have a dlightly higher prevalence amongst people with
long-term arthritis. As mentioned earlier, several peoplefelt that there is aneed for more work on separating out
the consequences of ageing and arthritis with aview to (hopefully) being able to prevent or mitigate some of the
problems experienced. Clearly, until more is known and understood about the long-term consequences of
arthritis, it will be difficult for the medical profession to develop appropriate medical interventions.

A breakdown of the kinds of physical problems and changes reported by people with arthritisisgivenin Table 1
below; those reported by other groups of older disabled people are also shown for comparative purposes.

* Whileit would be unwise to draw anything other than very tentative conclusions from a sample of thissize,
there are asmall number of problems/changes which appear to be closely associated with arthritis which should
be highlighted for further investigation. For example, fractures and dislocations, strokes, osteoporosis, drug
dependency or problems associated with side effects of long-term medication, muscular atrophy, pressure sores,
difficulties with walking, and problems with transfers or turning were morelikely to be reported by people with
arthritis.

* On the other hand, there were some problems which have alower prevalence, or are even non-existent
amongst this group. Theseinclude coronary disease, respiratory problems, contractures, and changesin energy
levels.

* Some of the most common problems/changes reported are also very prevalent amongst the general ageing
population. However, the effects of these when combined with pre-existing arthritis related conditions are often
cumulative, and can have significant consequences for the quality of individual'slives. There are also
implications for the provision of practical support which are discussed further below.

PHYSICAL CHANGESPROBLEMSASSOCIATED WITH AGEING (Quotes)

"I've had one hip replacement already (approximately 15 years after onset) and now I'mwaiting to have the
operation on the other knee. | don't know when it will be - I've been waiting for 16 months already."

"1 have had some pretty bad digestive problems. That is down to the tablets |'d been taking for the arthritis -
they were just building up this digestive problem. The doctor told me that actually. He said that 20 years of
taking them had done that to me and that | should cut themout. In the end, | did stop taking them - that was a
year or two ago. Thethingis, | had to balance that with not being ableto relieve the pain - fromthe arthritis.
But, I'm not too worried really because - theway | look at it, I'll probably live longer without being full of
chemicals."

"I did put on quite a lot of weight - | don't really know why that is. | suppose | started putting on weight about
6 years ago (34 years after onset), but I'mstill quite a reasonable weight."

"It'sa bit difficult to tell what problems are due to getting older and what are dueto arthritis. | mean, if | didn't
have arthritis | would be a very young 74. Because, naturally, you can't get about as you would like to. | mean,
| would much rather be able to do all my own housework. But, that's not to do with getting older - it's because
of the arthritis.”

"The diabetes I've got is myelitis - a mild one. | don't takeinsulin, just the tablets. I'm pretty careful because the
smallest amount of sugar affects my eyesand | like to be able to see to do things - so I'm very careful. You need
a lot more knowledge when you first become a diabetic - instead of having to find out everything for yourself -
you have to be a detective. You know, it'sthe silly little things. There's | eaflets with recipes, there's | eaflets
about hypoglycaemia and this and that. But, when it comes down to it, you might find that so and so suits
somebody, but not you. But, they don't mention things like that. Then, you find out thingslike tins are labelled
wrongly. They stopped putting sugar on them - they put “energy'. There's lots of people who are diabetic who
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are elderly - they don't know what that means, and they haven't got anybody to ask, in any case, a lot of people
can't read that small writing. It's only by trying it and finding out - oh, my sugar's gone up, what the devils
caused that - that you find out."

" After taking the drugs for about 5 years, the pain did start to gradually go down. But then, that was when
they found my left hip was starting to crumble. So, they operated on that one and took it away. They said the
right one wasn't too bad. At that time - after the operation - | was walking to and from the workshop instead of
using the wheelchair. But then, after 18 months, the right hip started feeling a bit tetchy so | thought - right, I'll
only walk when it suits me. So, | don't do very much walking now and I'll have to enquire whether they can do
theright hip or not. If it getstoo bad, it might mean no more walking at all. We'll just have to see.”

"1'm almost completely blind now. | had an eye operation in October thisyear (1991). It didn't work, so |
probably lost the sight of this eye for good. I'm not at all happy about it because they should have really done
the operation in 1983 when the problem first started. They kept putting me off. You know - come back in six
months - all thiskind of rubbish. If I'd had the operation earlier, I'msure it would have worked - or at |east
there would have been a better chance of saving some of my sight."

"1 couldn't really tell you exactly how long I've had arthritis, but it has been progressive - it's got very very
very much worse over the years. | used to take dancing classes - that'swhat | did for aliving. Now, we've lived
here for 24 yearsand | gave up just before that. I've not been able to do it since. So, it's been about 30 years
altogether | suppose. What's really finished me off was when | fractured my hip last January. | waslaid upin
hospital for about a month and then they sent me to a rehabilitation centre. | think it must have been June by
thetime | came home, and I've been like this ever since. Actually, | didn't go straight to the rehabilitation
centre - that was only after 1'd been homefirst. But, it was terrible and we just couldn't manage here on our
own. That's the trouble with the hospital s you see. They only ever look at what they've done. I've never had any
bother with my hip after the operation. But, they just sent me home and said - there's nothing el se we can do.
But | couldn't get out of my chair - | needed to build up my strength but, just because the fracture was healing,
they said everything was ok. They haven't done any manipulation or physiotherapy. They knew about my
arthritis but they didn't seem to take any notice. It was all done by x-ray and, even then, they only looked at
the job they'd done.”

"1've been disabled for the last 20 years or so. I've had both my hipsreplaced now. Then, on top of that, | was
involved in a road accident in 1989. That really finished me off | suppose because, whenever 1'd been laid up
before, | always used to be able to get back to work after about 8 weeks. Now, it will be more like 8 months.
Like my wife | was quite unhappy about the treatment you get in the hospital. They seemto think that, just
because you're 84 you're not bothered. So, they don't seem to want to do very much for you. You just don't get
the personal attention. They never do any exercises or ask any questions. It's just straight into x-ray and send
you home as soon as they've patched you up. Nobody said anything about what | should do when | got home. |
still do the exercises | learnt 16 years ago - there's been nothing since.”

"The girdlestone was a hell of a struggle. | wasin bed for a month and the first time out of bed all | could
manage was a yard and a half - and that was with 2 physiotherapists and crutches. A yard and a half an inch
at atime, and then they wheeled me back. | shook for an hour or more after that - with the struggle. So, maybe
the diabetes was brought on by the stress. They say that stress has got a lot to do with it - but nobody really
knows."

"My hands have got all knarled up and my legs are all twisted. There'sa lot of things I'mnot ableto do - |
can't do simple thingsthat | used to."

"It's been progressive over the last five years. It's got a lot worse (arthritis)."
"1 had a hip replacement about three years ago - that's how bad it was getting. The most awkward thing was

not being able to get up out of the chair - | just used to get stuck there. Now, I've got one of these chairsto lift
you up - I'm hopeless without it."
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TABLE 1: PHYSICAL PROBLEMSCHANGES EXPERIENCED WITH AGEING

Proportion reporting Arthritis Total sample
problem/change (%)

Difficultieswith walking 61 40
Decreasing agility/mobility 54 51
Drug dependency/side effects 33 12
Problems with vision 31 22
Increased pain 23 27
Problems with shoulders, 23 18

arms or hands

Fractures/dislocations 23 9
Weight gain/loss 22 21
Changesin energy levels 15 27
Problems with transfers/turns 15 7
Stroke(s) 15 5
Brittle bones (osteoporosis) 15 5
Problemswith circulation 8 12
Problemswith hearing 8 6
Bladder or kidney infections 8 7
Muscular atrophy 8 3
Thyroid problems 8 3
Pressure sores 8 1
High/low blood pressure 7 7

Heart problems/angina 0 12
Respiratory problems 0 11
Asthma/breathing problems 0 10
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IMPLICATIONSFOR USE OF HEALTH SERVICESHEALTH CARE PROVISION

The experiences reported to us suggest that the provision of health care for people with long-term arthritisis
erratic and that, in general, thereis alack of appreciation of the problems they face amongst the medical
profession;-

* Some people complained about the lack of local specialist clinics for people with arthritis. As many disabled
people find travelling more difficult when they are older, getting to clinicsis aso aproblem (particularly for
people who do not live near large general hospital's, or the teaching hospitals and specialist unitsin London).

* Some membersfelt that thereis alack of routine check-ups for people with arthritis, and that this aspect of
long-term health care has declined over recent years. On the other hand, there were afew individuals who felt
that check-ups were unnecessary. Nevertheless, it seems clear that routine check-upsin specialist clinics should
be availableif/when they are needed.

* Some people expressed the view that thereis very little treatment offered to people with long-term arthritis, and
very little understanding about the long-term effects of arthritis amongst the medical profession. This, inturn, is
areflection of the concern about the lack of research discussed earlier.

* Similarly, several people expressed varying degrees of concern about the lack of advice from doctors about
problems they had experienced with ageing. In some cases these were problems specifically related to arthritis, or
the effects of long-term medication; in others, these were more general problems (eg. impotence). Whatever the
specific nature of these problems, it does appear that the medical professional are not as
supportive/understanding as people would like. It is also significant that afew individuals had actually
volunteered to participate in the study in the hope that we may be able to advise them on the problems they had
experienced because they had been unable to obtain this support anywhere el se.

The minority of individuals who did have accessto specialist facilities were mostly very satisfied with the health
care they had received.

HEALTH SERVICESHEALTH CARE (Quotes)

"1 see our doctor twice a year. Heisvery helpful. The only thing that does annoy me is when he says things like
- you're not 21 anymor e you know. That does get me down a bit. | don't think they should go on about that - it's
not a very nice thing to keep reminding someone of. | do find that you have to be very determined as far asthe
doctors are concerned. It's no good themtelling me that it's just my age - which iswhat my doctor does aswell.
You have to go on at them."

"1 don't have very much contact with my GP. I've never had to contact them about anything really serious
anyway - so | don't know how that would work out if | did. But, | don't want to see them anymore. | only see
themif | approach them.”

"No, | don't (have check-ups). | don't need to see a doctor very often - only for minor things. | don't want to go
onaregular basisat all. If | felt the need, then I'd go to see the doctor."

"1've had two knee replacements at the Middlesex Hospital. | think one was probably about 20 years ago. But,
it wasn't very successful. It wasin the early days of the joint replacement and it wasn't successful. It went wrong
very quickly. Then, | had to wait 7 years to have another one. They kept saying - if you can hang on, they're
improving greatly. So, | had that one about 12 years ago | suppose. Apart fromthat, the treatment was fine
generally - | didn't have any complaints.”

"I've not been to the (specialist) hospital for years. | just get the tablets from my doctor. But, at the moment, my
right hip is playing up a bit and | keep thinking | ought to go. But | put it off because I've got to find out if they
can do something about it first. If it getsreally bad | can always go and see my GP, or she will come here. But
whether or not she knows enough about it, I don't know. Some GP's have their own pet subjects don't they.
They are experimenting up at Adenbrooks with bone grafting - but it'll be another 5 yearsthey say. It's
something like that which | think I'm going to need. But, |'d have to find out if it would work for me before |
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could tell someone - yes, please do that for me. Then, of course, you've got the waiting list anyway. Actually, |
don't mind if | have to travel somewhere else - except perhaps London. I've tried going before and it's murder.
We wouldn't want to driveinto London and | don't think the ambulance would go that far (from Kent) - | think
25 milesistherelimit. Of course, we might just be able to manage on the train. But, the thing isthat if you need
to take someone with you, they only refund the fares for one of you. So you've got that extra expense to worry
about aswell. So, | don't really know what elsethereis. | suppose there's the hospital taxi service. But, there
again, if you need to take someone with you they won't always promise to bring them back with you. You
know, they say it's because they're officially well so they can't take them - it doesn't make much sense."

NOTE: Above respondent attends 2 clinics at the same local hospital every 6-12 months. One for diabetes and
the other for check-ups related to the tumour

"When she (my mother) was discharged from hospital the last time, they gave her aletter to give to our GP. |
opened it to see what they said and, thisletter, it stated that the problemwas - 'inability to cope'. | wasreally
angry. | mean, she'd just had a stroke and they discharge you after only 2 weeks. Yes - you aren't coping, but
that's because they just throw you out of the hospital. There's no follow-up or support at all after discharge -
it's always been the same. It's not as if they don't know about our situation. But, there's never been any proper
assessment. How do they think | manage? They know how my mother is but no-one comes to see if we need any
help.”

"The most amazing thing about the hospital was when they changed her (my mothers) medication. They didn't
ask us about it, or even tell anyone they were doing that. Then, on top of everything else, they gave her the
wrong one. It was someone elses. If | hadn't checked myself she could have died."

"It's the same with hospital food. When you're in the hospital there's no Caribbean food. You're not asked what
you'd liketo eat - they just tell you what the menu is. She (my mother) had to have food brought in from home -
she wouldn't eat the hospital food."

"In the 1940's they used to try radio therapy on arthritis. And, do you know, it was the fire brigade who used to
come - with an ambulance and put them on a stretcher to take themto hospital. Thiswasin Bath. It was very
odd. There was a nun having cautery on her knee. Well, one of my brothers came home from Egypt in 1938.
He'd been in Aden before that and, when they used to go over to Somali land, the nativesin Somali land would
make a burn over a pain. When this nun was cauterised, | find out what that was for. This person told me - if
you do that, it brings more blood to the area because of the inflammation, and that helpsto heal the arthritis
under neath. So, the Somalis knew something - it obviously worked."

"It's like when she (my mother) wasin hospital. | had to take her own clothesin for her because - for her - you
can't be seen in hospital clothes. She would have felt ashamed. Plus, you've got the stigma attached to going
into hospital anyway. That's something that's very strong with my mother's generation and, fromwhat she's
told me anyway, a lot of that isto do with all the outbreaks of TB they had when she was growing upin
Jamaica. So, going into hospital, it's a very stigmatized thing. It's just the same as what we wer e saying about
going into a home. It's all shame and stigma - and that puts a lot of pressure on the family aswell. It's just not
possible to think of not being able to stop at home."

"I think | had it (arthritis) for along time before| took it seriously. So, | don't know exactly when it started -
sometimeintheearly 60's. | don't think people find out about it soon enough. You tend to just say - oh, it'sjust
atouch of rheumatism - or something like that. So you keep on wearing out the joint. You let it go on and that's
how you run into problems. Unfortunately that'swhat | did until, in the end, | had to go and see a specialist.
He said - yes, you must get that knee done. He said it was urgent and they gave me priority - but | still waited
3.1/2 yearsfor the operation. Thetroubleis, it never really set properly. | think, if I'd had it done sooner |
wouldn't have had so much trouble as | have done. But, you see even when you decide to go into it, you still
have to persuade the doctors. My doctor (GP) didn't takeit seriously until | really pushed."

"1 have to say that when | first went to hospital |1 wasn't told anything. | wasn't even told that | had rheumatoid
arthritis- | just found it on my treatment card - and | knew nothing about it whatsoever. That was at the Royal
Orthopaedic Hospital (Stanmore). | just wasn't told anything at all. In the early years, after that hospital
experience, | did have homeopathic treatment for 6 years - after | wastold a bit more about it, but that didn't
help. Then | had several years of naturopathic treatment and that's altogether different because they really
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treat you as a whole person. They talk to you and explain things and help you with the mental side of things.
That was very good - although it didn't appear to help the arthritis, it did me an awful ot of good."

"The carers at the rehabilitation centre - they get very poor training. | blame the people at the top - they've not
trained the staff properly. | mean, | can see the sense of it - sending methere. It's clearing the hospital and that
does seem like a good thing on paper. Anyway, | did think it was a good thing until | got there. Therewere a
lot of problems - put it like that. For a start, there are problems with getting staff to help me with my dressings.
In the end, | was sent home with pressure sores and we had to have a few hard words with the head carer about
that. They were just trying to tell me what to do - but you can't help yourself if they don't give you the right
advice. Then the other thing was - this place had thick carpets all the way through. You couldn't pull up chairs
yourself or anything like that, so you had to wait for the carersto get you to the table and sometimes they
couldn't lift you. In the end, we said to the doctor - please get me out of here - we'll struggle at home.”

"When they discharged me | wasin a wheelchair. The doctor never asked meif | could get up out of the chair
or anything like that. As| said, because my hip was healed - he'd done hisjob as far as he was concerned.
There seemsto be a different policy these days - they're only interested in the job they did. They don't look at
anything else."

"The rehabilitation centre was paid for by the county council. The chargewas | 700 a month | think. Anyway,
we had to pay someof it- = 85 aweek. It'sterriblereally. You get a shocking service and that's more than
your pension anyway. | remember one time while | wasthere - | couldn't get my hands around the crutches. So,
the carer just banged my hand down to make me do it - it really hurts and | was bruised afterwards.”

"It's not for us now (physio). We've managed alright on our own for so long, so | don't think that wereally
need to bother about it now."
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PRACTICAL AND PERSONAL SUPPORT NEEDSASSOCIATED WITH AGEING

Like many other groups within the ageing population, people with long-term arthritis are often likely to require
some additional practical and/or personal support when they are older. In some cases this follows from the
physical problems/changes experienced with ageing (eg. reduced mobility); usually, however, the kind of support
needed will ultimately depend on the personal, financial and practical resources already available. For this reason,
support needs should always be evaluated on an individual basis, although there are some common concerns
reported in the study which are summarised below; -

* Older people with arthritis may need additional practical support in the form of assistance with transport;
domestic help with cleaning and shopping; alarm calls (particularly for peopleliving on their own); provision of
mobility aids; district nursing services; day carefacilities; and, in several cases, personal assistance.

* A few people had, or were considering, making changes in their living arrangements and this most often meant
moving to warden controlled sheltered accommodation; along with other groups of older people, however, there
isaoften aproblem in finding sheltered accommodation at an affordable price; also, the standard of back-up
cover availableis extremely variable. Some people were very concerned about the possibility of having to enter
institutional careif they could not obtain appropriate support at home. Some also highlighted difficultiesin
obtaining information on alternative living options which may be available. While statutory agencies should be
providing such information, they often fail to do this so thereis a potential role for Arthritis Care and other
voluntary organisationsto act as “information brokers'.

* Some older women with arthritis are themselves giving personal support to other family members (who may
also be disabled). Thisisawayslikely to become more difficult over time - even without the additional problems
which may be associated with ageing with a disability. Some people have also highlighted a need for practical
support to families and back-up for informal helpers; several people are concerned about the additional strains
being placed on their families by the lack of such support.

* Some peopl e highlighted various problems relating to information about, and eligibility for, disability benefits.
There appearsto be alack of accessible advice on benefitsand it is quite likely that some members are not
receiving benefits to which they may be entitled. Obviously, thisis an areawhere additional support and
information could be given to members by Arthritis Care.

* There are aso problems with claiming benefits and some individual s reported having experienced difficultiesin
establishing their entitlement to benefits such as Attendance Allowance and Mobility Allowance. Delays of
several months are not uncommon and one or two people reported struggling over several yearsin order to
establish eligibility to benefits. While thisis acommon problem for many groups of people, the situationisalso a
reflection of the lack of knowledge about the long-term physical/health consequences of ageing with arthritis
discussed earlier.

* Some individual s specifically mentioned the need for more local self-help groups which would give members
the opportunity to discuss matters of mutual concern, and learn from each others experiences. This was most
often discussed in relation to the need for practical information on matters such as obtaining equipment and
benefits, but also in the context of mutual support in discussing anxieties about health matters and ageing in
general. Thisalso reflects awider issue which the study has highlighted, not just for people with arthritis but
many other groups also; people who have lived for 20, 30 or more years with adisability or disabling illness have
avast amount of collective experience which can be an extremely useful resource to others. At present, however,
these resources are not being fully utilised. Those who were regular members of alocal self-help group on the
other hand, had mostly found this to be very helpful.

* Thereisalso aclear need for organisations like Arthritis Care to engage in a more pro-active strategy for
responding to the needs of older people from black and ethnic minority communities. Asmentioned earlier, many
people in these groups are not even aware of what support and advice may be available or where to go for
information. Consequently, they are often extremely isolated. However, tackling thisissue would involve far
more than simply providing information as the |ong-term consequences of thisisolation often means that people
do not have the confidence to articulate their needs. Clearly, these problems cannot be solved by any simple
means. However, we would suggest that closer alliances with existing black and ethnic minority community
groups would be a useful starting point.
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PRACTICAL AND PERSONAL SUPPORT NEEDS (Quotes)

(1. Personal and domestic assistance)

"1 used to do all my own housework, but now | have to pay someone to help. | used to have a home help from
the council but that got too expensive - about | 5-6 an hour. Now, | pay | 4 an hour for two hours a week. |
think - if | could afford it - it would be nice to have another hour or so. That would be just about right, but |
can't really manage that. | do think it was a bit much - what the council were wanting usto pay. The thing was
that, when they started charging, they had to go into all your income and that. So, because | had a little bit of
money which my husband left, they said they'd have to chargeme | 6. Anyway, we managed just about. My son
ismy real help. He's my right hand.”

"1 have to pay for the gardener aswell. | used to be able to do a lot of the gardening - but | just can't manage
that anymore. That cost me another | 4 an hour, so it all adds up. | think you should be able to get a care
allowance for all of thiskind of help but, it's always the same - if you've got a pension, even a small one, you
just can't get the extra help."

"The trouble with the council home helpsisall theserules - they're really rigid most of them. They're not
supposed to do any climbing, any lifting - any heavy sort of work at all really. In the old days, they used to do
anything and everything - but not now. So, for most people, | can't seethat it's a lot of use anyway. | know
they've got to protect themsel ves from accidents and things like that - there's nothing wrong with that. But,
there's got to be a more sensible way of organising it."

"We've had problems with the home help service as well. They never say when they're not coming so you never
know where you stand - it's completely unreliable. | have to rely on the good will of the home help herself.
Now, if she's off sick or anything she will ring me herself to let me know. But, if it wasn't for her, you're just left
to get onwithiit. | really don't think | could cope if she left. If that happens, I'm almost certain that we'd stop
using the service altogether because it's so useless.”

"We get some money from the Independent Living Fund, but we really need more - I'mtrying to get it. We need
to be able to get our own home helps and personal assistants. It's no use using the council services. | mean, |
can't send someone out shopping for example because they don't know my culture. They don't know what food
to get. | need to be able to leave instructions and know that they can do it right away. But, all of thisislost on
the social services. It's not enough to just send round a black woman. She has to have the same ethnic origin -
the same background. It's no good otherwise.”

"I do lighter chores myself and then, once a fortnight, | have somebody comein. | could have a home help but |
prefer the arrangement 1've got because | like to think I'm doing what | can for myself. Actually, it's probably
better than some of the home hel ps to be honest. The person | have is extremely good and she comesin once a
fortnight to do the heavier housework like the hoovering and washing the floors and windows. It's a very good
arrangement. We have our own laundry here (sheltered accommodation), and | never do any ironing - | never
buy anything that needsironing. Oh, and she does my shopping as well. She comesin once a fortnight for the
housework, but she does my shopping once a week. It's a very good arrangement - she's a very thorough
worker. | did use the home help service yearsago. I'd say it wasjust alright. | mean, the home helps| had
weren't really very thorough - they just did a sort of superficial job. You see, in the beginning, | never thought
about having private help and that was the only service that was offered. | mean, | was very glad to haveit but
| can't say that the work was done very thoroughly. So, this arrangement is so much better - | much prefer to
employ my own worker."

"There are some days when | can hardly get my clotheson - | just have to walk around half undressed if my
son's not here. But, | don't think I'd want to be phoning anyone up for things like that - I'm still a very
independent woman, and | wouldn't want to do that. In any case, the days when you would maybe need
something like that (ie. on-call support), you're usually not feeling too good and having any visitorsisthelast
thing you want."
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"It's very difficult having any help from outsideif it's not your family or someone you know really well. Anyway,
it's no good having different people coming in and out all the time. If you're going to have any help, you want
it to beregular - you've got to be able to trust them. With us - if my son isn't here - the neighbours will always
help out. | think that's the same for most people really. Without neighbours, | think you'd find a lot of people
dead in their beds. Society doesn't seemto care.”

"Like | say, my sonismy right hand really. We do most things together round the house. | do the organising,
and he does all the physical sort of things - unless| can still manage for myself."

"1 don't need anymore services for me as| am, but there are other people. | do think it's a shame that services
are being cut these days. | think that is a great shame because a |ot of severely disabled people need every bit
of help they can get. So, I'm always sorry to hear of things like that happening. You know, they've been
planting shrubs on the common. | get a bit cross about that because, at the same time, Wandsworth are closing
down day centres and old people's homes. | think that sort of thing's not important, but people are important.
o, | do get uppity about that because | think they shouldn't cut down on services to people who really need
them and then go planting shrubs on the common. It's all very nice, but that money could be diverted to more
important things - it doesn't make sense. So, | think probably I'm quite lucky that | don't need a lot of help that
some other people do.”

"Thereisalot of pressure on the younger generation because of the way they feel about their parents
expectations. It's difficult because of other pressures which really come fromthe British culture they grew up
in. So, they won't always know what to do for the best. Then, on top of that, you've got the problem of social
worker s and the way they stereotype the black family - there's not much help coming there either. The pressure,
you know, it's very strong."

"My biggest problemiswith having a bath. We got in touch with the social services but, first of all they said
there wasn't roomto put a hoist in, so then they said they could put in a shower unit - but it would cost usa

, 1000. We couldn't really afford to spend that sort of money - not straight off, anyway. So, now, we have one of
those compressor bath seats - you know, the ones that go up and down. But, even with that, | have to have help
from my husband to get onto the seat in thefirst place. Actually, it was because of the problems my husband's
been having that we had to change. If we didn't have that (bath seat), we'd have to have a nurseinto help - we
just wouldn't be able to manage otherwise. That probably would have cost more than the shower unit in the
long run, so | can't see wherethe saving isreally. | think they just want to make you spend your own money."

"1f | needed to, | could go to the day centre once a week to have a bath. And, we have a meals service at the
local Age Concern. So, that helps you to get out as well because they send someone to pick you up. Thereisn't
really much else we need help with at the moment. We do have a home hel p that we pay for ourselves - and
someone to do the garden. We're in a fortunate position though, because we have the money to do that.”

"1 need a lot of help during the day, but getting into bed is awkward because one leg is stupid, and the other
oneisstiff. There aretimeswhen | can't quite make it so my sister has to help me swing up onto the bed.
Bathing isout, like | said, but I'm OK with my little washes. Then, with my hair - | have to go somewhere to get
that done. It might be a good idea if | could get one of these people who come to your house. | have a
chiropodist who comes once every 8 weeks. Clothes used to be a problem because there never used to be
dresses with zips at the front and | always used to have to make my own. But now, you can get them. Shoes - |
send away for because it's the only way you can get themif you want wide fittings. If you go locally, you might
get into a shop after a struggle, only to find they don't have wide fittingsin the size or the style you're after - so
that's no good. | don't think there'sanything else | need really. If | ever did have a problem, | could have a
word with anybody at the day centre."

"Thereisalocal branch of Crossroadsin the town. We send them a bit of money from the day centre. We each
have 20p a month deducted - we agreed to that years ago. It's worth supporting them becauseiit's quite
possible I'd want to use them one day in any case - although that isn't the only reason we do it. You see, if
anything ever happened to my sister - if shewasill or anything - | would need a bit of help. But, of course, there
are fewer home helps and things like that nowadays. But, in any case, if you needed one - you'd need one
quickly. You wouldn't want to have to wait until there's one available. So, in that case, it would probably have
to be someone from Crossroads or something like that. You see, it's something you might want regularly, or just
fromtimeto time. You can't really plan ahead for that sort of thing until it happens. But, aslong as you know
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who to go to for advice and who to contact - then you'd be alright.”

"They (neighbours) are very good. But, you see, that couple on that side - they're two elderly people with a 90
year old mum. | think they've all got heart conditions as well. Then, on the other side - they're a young couple,
but he's up in London all day and she's out a fair bit. So, you couldn't really ask themto do too much could
you."

"Our daughter's been so good. We've always managed without any outside help."

"1 have got family living around here. If | want shopping that you can't get locally, they'll get it for me - things
like that. My brother will come up and do any odd jobsthat | want done. So, with my sister and my brother
living locally - and with the helper 1've got - everything is pretty much OK really."

"1'd say | am happy with the arrangements | have now. | don't know what it would belike if | needed more help.
| can only speak for as| am now"

"The main help we get is with shopping - that's twice a week. Usually the home help or my daughter will do it,
or sometimes | go with them."

"1 had a very good social worker. | already had a wheelchair fromthe hospital but she got me thingslike a
high seat chair, railsin the bathroomand | had council holidays. | think that was about all that | really
needed - because, | have got family so | amluckier than a lot of other people. But, | mean, I'mreally a very
independent person - that'sall | really need.”

"I've always done everything myself more or less. | mean, sometimesin the really bad years| did need a bit of
help in washing sometimes, but I've always been very independent. There was a time when | had to usea
wheelchair but now | only useit for sitting out in the garden. It'san old out of date one anyway - so I'm not
stopping anyone from having it."

"1 have my bath at the day centre because | can't get in the bath at home. You see, once my feet are up, I'mlike
aplank - | just can't get up again. I've always had a high chair, a high wheelchair, and a high bed because |
can't bend my knees enough to get the weight over my feet. | haveto lift straight up - and you just can't do that
in abath."

Researcher: Have you thought about having a shower unit or something like that - or would that not solve the
problem?

"That would solve the problem. But, my sister hates having workmen in. And, as she's the one who would have
to clear up after themit'snot very fair. It's not so good when you'rein your 70's that they expect you to clear
up all the mess - but they do. So, asit doesn't matter too much, we'll leaveit. Anyway, it's such a treat to have a
bath over there (at the day centre) because then | can have a long soak. Once a week's enough for me because
| can wash inbetween. | can't reach everywhere - but it's enough to keep me going nicely. | get a very nice bath
over there- it's not just a quick slosh - they're very good. Anyway, | know the staff very well - |'ve been going
there since 1968. |'ve been going since the first week it opened, so | feel quite at home there.”

"There are so many problems with the council servicesin general. It always feels like you're put in the position
of having to beg. It makes you very weary. That's why so many people just give up. You take someone like my
mother. She's worked for 30 yearsto pay into the National Insurance and then - when she's like this - she gets
nothing back at all. But, | have to say that thisis a situation where there is racismin the community services.
It's not just because she's disabled that she gets a low priority because we do know white people in exactly the
same position who do get the services. We have had first hand experience of it when we wanted to get a ramp
put in to the front door. Thisflat and the next three flats are all for disabled tenants. The other three are all
white families and they have all had ramps put in whether they need them or not. Then, when we asked for one,
they say we don't need it - it'sjust a little bit too obviousisn't it?"

"I'm not in touch with them now (social services), but if | needed them | would get in touch. | have had helpin

the past - along time ago. It was at various times when | was attending hospital, according to need. | was very
happy with the support | got so, if | ever needed their help again, | know that | could just get onto the phone."
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"Onething | really do think isimportant is - you need regular contact with an adviser. Someone like a social
worker, but independent from the social services. There's all sorts of things. We have to have assistance with
lifting and things like that when we go out. At the moment, | have to rely on friends but that should be looked
into. Then, with respite carein general - it's so difficult to find out about it. | only found out froma friend -
there's no-one you can go to for information."”

(2. Aidsand adaptations)

"My husband got me a special walking stick. The hospital one - all they could offer was a standard stick, and
it wasn't any use for me. He just happened to mention this to another OT at the rehabilitation centre and she
showed himall these other ones you could get from a catalogue. That was a very useful piece of information.
But, the stick we got only cost | 17 - so | don't know why the hospital couldn't have got one for usin thefirst
place. You have to find out everything for yourself."

"We had a downstairsloo put in last year - and a utility room. Altogether, that cost about | 10,000 - which
was moreor lessall | had left from my husbands insurance. We couldn't get a grant for the toilet. Well, actually
they said they would have paid something towards the toilet, but not the kitchen. You see, we had to cut the
kitchen in half to fit the toilet in. They said that the kitchen wasn't essential because my son was here -
otherwise, they would have paid the share of the cost for the toilet itself. Anyway, it didn't seemworth all the
aggravation. | had the money so | thought - what the hell, you can't take it with you anyway. It has made life a
lot easier because, even though I've got the stairlift, it's not always convenient. Troubleis, it tendsto go at it's
own pace and, half the time, that's just not quick enough for me, if you see what | mean."

"Thisflat is supposed to be for a disabled tenant. But, it's a bit of ajokereally. They just don't put enough care
and attention into the design and we're still trying to get it sorted out after 4 years. For a start, all the doors
arein the wrong places. When we told them they just said they'd have to knock the walls through - that was all
they could do (local council)."

"It'sreally quite difficult to lift my mother in and out of the bath. We got the council to put a shower in
eventually - but we had to keep on at them for about 2 years. But, even then, we've had nothing but trouble
with it. They wanted to save money so they cancelled the installation service contract with the manufacturers
and got a local contractor in. They made a complete mess of it and they had to get the manufacturersround to
sort it out in the end - but that was only after | threatened to take themto Court."

"We got hold of a second hand wheel chair for when we go out. But, it'sreally a bit too much for my husband to
push mein achair, so weonly useit if there's other people around to help. But, we don't go out very much now

anyway."

"We've got rails by the back door. | suppose we could use having some at the front as well, but we haven't
asked anyone about that. I'm not the sort to ask for everything that's going."

(3. Transport needs)

"My husband can't drive anymore, so we probably don't go out as much as we used to. But we are very lucky
because our son will always help with going to the shops and things like that and, if | want to go out to the
Arthritis Care meetings, or if we've organised an outing somewhere, we do have the mini bus that comes round
to pick us up. The only problem with that is that they don't always have enough hel persto cope with a
wheelchair, so the driver has to manage on his own. Then, both of us need to go to the hospital quite often but,
we are very lucky there as well - we get very good attention. They always send a hospital car round to pick us
up and bring us home."

"1 use taxis most of the time to get out and about. | got the mobility allowance when | was 60, so |'ve used mini
cabs since then. Before that, | didn't really go out very much."
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"l still driveinthetrike. But, | only go around town and up to the workshop (day centre). | wouldn't go any
further - my reactions aren't what they used to be. And, in winter they take me in the ambulance to the
workshop because | don't really want to drive in thedark if | can helpit. So, that's very good. I'm not too badly
off for transport really. Thetrike - | couldn't really get anything better for what | need. Then, there's always the
ambulance for day's out. They always make sure we have 3 or 4 days out every year - they giveyou alist to
choose from and we all go together. They lay on a bus for the more mobile ones, and the ambulance for the
wheelchair ones. So, that's pretty good - we always have a good laugh."

(4. Housing needs)

"We've been here about 15 years now. Actually, we did have a house just around the corner and then - when
we saw this bungal ow was going - it seemed a good move to make. By that time, my husband was having
almost as much trouble getting about as | was - and with it being so close, we couldn't really say no. We won't
be moving again. They'd have to take me out in a box. You couldn't have anywhere better than this- it'sall on
onelevel and it really suits us."

"I lived on my own immediately prior to coming here (Shaftsbury Housing Association). | wasliving on a
council estate and | had a little bungalow which was alright, but the environment was dreadful - the
harassment and the unpleasantness. So, that'swhy | applied to come here. | was turned down by the Shaftsbury
actually because my accommodation, in itself, was satisfactory. So, then, | wrote to the council and said -
would they consider me for sheltered accommodation and they nominated me for here because they have to
take so many council tenants. So, | came here after all. Actually, coming to live here, | always say it's one of the
best things that ever happened to mein my life - it's very good and | love my little flat, and the environment is
nice."

"1 wouldn't want to change where I'm living now - no way. | hope I'll be here until they carry me out or throw
me out. | mean, if | go doolally I might have to go. Hopefully I'll be staying here but, if it became necessary, |
might have to move into a home. | mean, then, there's just no two ways about it because here you've got to be
ableto look after yourself - there's no nursing attention and people have had to go into homes from here
because they got to a stage where they couldn't ook after themselves. With the Shaftsbury, they do have some
schemes for the frail elderly now where people that have lived in their accommodation can move on to, rather
than go into a geriatric hospital or an ordinary residential home. They have got a few of those now, so that
would probably be the next step if it was necessary - but | just hope it won't be necessary. You do get nurses
come in sometimes to help with washing and dressing people and putting them to bed - and home helps - and
that'sit. If you really need looking after all the time, then that service is not available. It's not meant to be -
sheltered accommodation doesn't cover that. Anyway, you've only got one bedroom so you couldn't have
somebody living in in any case.”

"It's difficult to say how we might feel (about moving into sheltered accommodation). You can't break away
fromold habits. You shouldn't have to anyway if it's at all possible to avoid it. But, sometimes, beggars can't be
choosers. If | died and (my wife) was on her own - the situation would change overnight. But, apart fromthat,
it's hard to know exactly what we might do. We're too proud you see - we wouldn't want to impose. So, if we
haven't got that much time to go anyway | suppose it would be some kind of charitable home. At least we
wouldn't have imposed on our daughter that way."

"We certainly wouldn't want a place in a residential home but | do agree with having sheltered housing and
things like that located as part of the local black community. I'm not necessarily thinking that it hasto be
exclusively for black residents. But, what you haveto realiseis- it's very upsetting for familiesto think about
what they do with old people. You just can't send them away to a home. That kind of thing is unheard of in
Jamaica - it would be unthinkable to send the elderly relative away like that."

"Thereisonething which | think we really do need - an Arthritis Home. But, it's such an expensive thing with
having all the adaptations and staffing it. | don't think I'd ever want to livein a home like that for myself. But,
it would be ideal for when you're just out of hospital because that's a very difficult time. If you could go
somewher e like that for a while, it would give you the time to readjust and get yourself sorted out. | think a lot
of people - especially the older ones - would find that very useful ."

"The mortgage has been paid for a few years now. And, of course, with it being a bungalow |'ve got no snags.
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Thereisa couple of little steps at the back door which the wheelchair can't do - but | can walk that little bit
even when it's very bad"

(5. Financial needs)

"We've suffered financially after my mother had her strokes because | just haven't been able to work with
having to look after her. | amtrying to do something about that because | really would like to get back to
work on something like a regular basis. I'mtrying to get our Independent Living Fund put up so that we can
get some more help, but | don't know if it's going to come through."

"I wouldn't say they (social services) haven't ever helped at all - that wouldn't be fair. But, there's always this
thing about - if you've got any money of your own, you never get so much help. These days, there's always this
means test which isn't really fair. It'sasif you're getting penalised for trying to look after yourself - the more
you do, theless help you get. It's not asif I've got all that much. | did work, so I've got a small pension on top of
my old age pension - but it doesn't cometo all that much - you need that little bit extra. Mind you, 1'm lucky
compared to a lot of people. Some of them hardly have anything at all - | just don't know how they manage.”

"If you take the mobility allowance into account, then my finances have improved more than slightly. It really
has been a great help, because | would never be able to afford to get about with mini cabs without it."

"I get the invalidity benefit and then, on top of that, | get a very small pension from my employers. When | first
went there they didn't have a pension scheme. So, after they introduced one, 1'd only paid in for a few years
beforel retired. It's quite small, but it does pay my electricity bills. Obviously, if I'd been able to work till | was
60 it would have been quite nice | expect. But, therewe are."

"We have a private home help. We use the money we get from (local trade association). They're very good -
they never question how we spend the money, but it's always there every year. When you've got two peoplein
their 80'slike us - and you're both disabled - there'slots of special things we want. So, that sort of money
really hel ps because the gover nment won't give me any more pension even though it's obvious | need it."

"1 really enjoyed my job and, although it was getting more difficult and | was getting tired, | would have
carried on for a bit longer. But, with my mobility being so bad, | had to get taxis to work and it was getting to
the point where | was spending more on taxis than | was earning. So, it didn't really make much senseto carry
on."

"If anything, | think | get too much (mobility allowance). | think they should have two grades because - people
who are working - they get the same mobility allowance as | would, but they should get more than me. In fact, |
spoke to our local MP about it at one time but he said it would cost too much to administer - just have it and
enjoy it he said. So, what | do, | pay for my helper out of it because - theway | look at it - I'mreleasing a home
help for someone else and, it's to do with my disability that | have her soit's OK for me to pay out of that
money. Quite honestly, | have too much for transport so | useit in that way. | mean, officially, you're not
supposed to are you. Also, | save some of it because | think - well, you know, that will stop when I'm 80, so I'll
have some to fall back on."

(6. Self-help groups)

"There's all sorts of little things you need to find out about. It would be good if there was someone you knew
who you could just ring up to seeif they've got any ideas. It doesn't have to be a group where you actually meet
once a week or something like that - just a group of people who know each other. It's like, after | had my
tumour, 1've always kept in touch with the woman who was in the neighbouring bed. If she has had more
trouble, she's always got in contact with me and | talk to her. They also have a meeting once a month over at
the hospital. Now, | don't often go to it because of getting there and getting back. But, | still know what's
going on. It'slike being part of an army isn't it. You know, if anybody isill or anything, you wish themwell and
rally round. That's all part of the fight against it. And, if you've got any questions, you can always take themto
the group. The nurses at the hospital are involved as well and you can always ask them. They'll always try and
answer your questionsinstead of saying - oh well, we don't want to be bothered with that. It's much better that
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they tell you what they know. Whether it's good or bad, you need to know. After all, it isyour own body - if you
don't take the interest, who will. It's like when | wasin hospital for that year, | used to pretend that | was

asl eep sometimes when the doctors came round. But, | still never heard anything - that was the usual attitude,
just say nothing. Mind you, the physios and the nurses tend to be a bit more talkative. But, the main thing is
that people help each other. When | was in hospital everybody helped everybody else. There was a woman who
camein 3 or 4 days after | had my op and she wasin a terrible state of shock. Of course, we knew what was
coming because we'd had it. So, | told her to come over and sit on the edge of my bed. | even held her hand and
we talked about nothing in particular until it was time for her to have her pre-med injection. Then, | said to her
- now, tomorrow you'll be walking about and you'll be fine. She didn't believe me then, but she did the next
day. So, that was how we used to see each other throughiit.”

"| feel very isolated. It would be good to have more organisations or some kind of local group - people with
similar experiences so you don't have this feeling that it's just you. In a way, it would be good to know that
other people have the same kind of problems and, in any case, | think there's more chance of doing something
about it if you join together."
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THE NEXT STEP

In highlighting the needs and experiences of people who are ageing with a disability, we have not tried to be
particularly prescriptive about how organisations like Arthritis Care should respond. Rather, we have simply
pointed out some of the most important practical implications and highlighted the key issues which older
disabled people themselves are most concerned about.

Clearly, then, the onusison all organisations of and for disabled people to consult with their own older members
and to work out whatever strategies they feel are most appropriate to their own needs. However, we hope that
we have at least made a contribution by raising the profile of people€'s concerns about ageing with a disability
and pointing to some of the practical measures which are most urgently required.
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Appendi x A: Details of project participants

Br eakdown of inpairnents (by gender)

Disability/impairment Total respondents Interview sample

Mde Femae Total Mde Femde Totd

Polio 25 40 65 9 20 29
Multiple Sclerosis 7 30 37 2 12 14
Scoliosis 4 10 14 2 7 9

Arthritis 2 17 19 1 17 18
Amputees 13 1 14 13 1 14
Diabetes 43 54 97 6 9 15
Parkinsons 10 4 14 3 3 6
Coronary disease 3 2 5 1 2 3
Muscular Dystrophy 3 0 3 3 0 3
Friedreichs Ataxia 1 0 1 1 0 1
Cerebral Palsy 2 2 4 2 2 4
Stroke 0 3 3 0 3 3
Asthma 0 3 3 0 0 0

Hearing impairment 0 1 1 0 1 1
Others/not-specified 16 28 4 2 3 5
TOTALS 130 194 324 45 80 125
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Appendi x A: Details of project participants

Current age by gender and race (inter view sample)

Males Females Black/Ethnic White All

Minority

% % % % %
Under 40 4 10 15 5 8
40- 49 2 13 3 11 9
50-59 13 18 12 17 16
60 - 69 33 26 30 28 29
70-79 33 26 27 29 29
80 or over 13 8 12 9 10

(Basetotds)  (N=45) (N=80) (N=33) (N=92) (N=125)

Average age 67 61 62 63 63

Number of yearsdisabled by gender and race (interview sample)

Males Females Black/Ethnic White All

Minority
% % % % %
Upto 30 years 24 45 70 26 3
31-50years 51 40 30 49 44
Over 50 years 24 15 0 25 18

(Basetotals) (N=45) (N=80) (N=33) (N=92) (N=125)

Averageyears 42 A 24 12 37
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Publicationsarising from theresearch
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Zarb, G. & Oliver, M. (1991) Ageing with a Disability: The Dimensions of Need - Preliminary Findings, L ondon:
Thames Polytechnic

Zarb, G. (1991) "Creating a Supportive Environment: Meeting the Needs of People who are Ageing with a
Disability', in Oliver, M. (ed) Social Work: Disabled People and Disabling Environments, Jessica Kingsley Press

George, M. (1991) "Unmet Needs, Nursing Times, Val. 87 (21)

Zarb, G. (1992) "Changesin health care: aBritish Perspective', Chap. 25 in Whiteneck, G. et a Aging with Spinal
Cord Injury, New Y ork: Demos Publications

Oliver, M. (1992) "Societal responses to long-term disability’, Chap. 20 in Whiteneck, G. et al Aging with Spinal
Cord Injury, New Y ork: Demos Publications

Zarb, G. (1992) "Forgotten but not gone: the experience of ageing with disability', Chap. 2 in Arber, S. and
Evandrou, M. (Eds) Elderly People, Independence and the Life Course, London: JessicaKingsley Press
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M. (Eds) Disabling Barriers. Enabling Environments, London: Sage/Open University Press

Zarb, G. (1993) "Ageing with adisability: A biographical approach’, in OU Course Reader K256: An Ageing
Society, Milton Keynes: Open University Press (forthcoming)

Main project report

Zarb, G. and Oliver, M. (1993) Ageing with adisability: What do they expect after all these years?, London:
University of Greenwich

ISBN 0900822 04 X

Price: , 850 plus , 1.50 post and packing (Available February/March 1993)

Briefing papers
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Appendi x B: Dissemnation nmaterials produced

“Ageing and Diabetes: Briefing Paper' unpublished paper prepared for British Diabetics Association,
February 1991

“Researching ageing with disability amongst ethnic minorities', unpublished discussion document prepared
for Project Advisory Group, March 1991

“Ageing with Polio', University of Greenwich, Autumn 1992

“Ageing with Multiple Sclerosis, University of Greenwich, Autumn 1992
"Ageing with Arthritis, University of Greenwich, Autumn 1992

"Ageing with Scoliosis, University of Greenwich, Autumn 1992

"Ageing with Parkinsons Disease', University of Greenwich, Autumn 1992

“Ageing with adisability: The experience of long-term amputees, briefing paper prepared for BLESMA,
Autumn 1992

N.B. Copies of all briefing papers and the main project report are available from;-
Cathy Lewington

c/o School of Secondary Education

University of Greenwich

Bexley Road

London SE9 2PQ

Tel: 081 316 9587

For further information about the project, contact;-

Mike Oliver, Professor of Disability Studies, University of Greenwich, Bexley Road, London SE9 2PQ
(Tel: 081 316 9588)

Gerry Zarb, Senior Fellow, Policy Studies Institute, 100 Park Village East, London NW1 3SR

(Td: 071 387 2171)
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