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1. Introaduction

This Working Group was the first WHO wmeeting convened to disguss technical aspects of the care
of the elderly since the adoption of the Declaration of Alma—Ata, which called for a ¥eorientetion
of WHO programmes and for new strateples to promote primary health care in Europe. 1Int view of the
incyeasing number of elderly persons in the Membar States of the WHO Buropean Region, and
consequently the growing demand on health resources on the part of the elderly populatiocn, new
sfrategies are urgently needed to ensure that the health of siderly persons is promoted and
mainCtained.

The principles embodied in the Declavation of Alma-Ata suggest that grester attention should
be paid to family and comwunity care supperted by the primary health care services. Nevertheless,
the need for institutional care is likely to persist and, because of the aging of the population,
to increase over the next decades. It is therefore important to maintain s halance hetween fawmily,
coumunity and iastitutional care so 2s to ensure that services are available at each level and that
they respond flexibly to the varied demands of elderly persons in different age groups requiring
forms of care appropriate to their varying needs. The Working Group waz asked to examine the
patential contribufion of informal methodsz of care and to consider ways of integrating
institutional and primary health care with the aim of ensuring effective community-baszed services
for the continuing care of the elderly,

The participsnts were welcomed by Dr R. Mattheis on behalf of the Senate and City of Berlin
{West). BShe emphasized the relevance of the topic to the Europesn Region, aad particularly to
Berlin, which had a high proportion of elderly people among its population. Dr H. Hermanova,
Consultant, Health Care of the Elderly, WHO Regional Office for Europe, on behalf of the Regional
Direcror, Dr Lao 4. Kaprio, explained the scope and purpese of the meeting. Dr R.J. van Zonneveld
was ¢lected Chairman and Dr H.A, Paul Vice-Chairman. Dr R. Tllsley scted as Rapporteur (a list of
participants is given in the Anmex).

The Working Growp discussed working papers and presentations on the following topicss

= tLhe needs of the elderly as defined by population studies;

= the manpower and iastitutional resources required for continuing care;

- self-care;

- informal care;

- formal care systems;

= the integration of institutional care with primary health ecare services.

The participants dyew upon the material contzined in these presentations and upon their own
experience and knowledge to elucidate general principles and to ideatify partieular problems

requiring action or further research,
q g

2. Appropriate levels of continuing care: general pringiples

For reasons which are irrelevant to the needs gnd problems of the elderly, but which stem from
administrative and professional concerns, there is a tendency to compartmentalize the provisien of
¢are. In this report, too, gelf-gave, family care and other types of lay csre and the formal
service sector are dealt with separately. Elderly persons, however, like other elients of oux
healch and secial services, perceive needs which do not arise as separate problems neatly labeiled
"medical™, "aursing” or "spcial" and which are not obviously the separate concern of the family,
the health service or the social services, The nvtion of "appropriate levels of continuning care"
implies that, while care should be available from a variety of sources to meet a range of needs,
there should be no sharp or artificial divisions.

2.1 Fundamental pringiples

Care should be responsive to the needs of the individual and not to the needs of the provider
of care or the administracive or professional requirements of ageneies.

2.1.1 Objectlve weasuréments of needs

The objective measurement of needs and the specialized training of persons to meet those needs
are ¢learly essential, but felrt needs must be the starting-point of acceptable care. This cannot
be achieved unless elderly persons are involved both in the assessment of need and in the choice
between alternative modes of care.
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2.1.2 Invelvement of the copsumer: subjecbive aspects

Elderly persens are rarely invelved in the design and evaluation of health services, with the
freguent regsult that services areé no€ seénsitive to their requirements and feelings.
Non-inveplvement has a further unfortupate consequence, namely that the elderly are seen as
recipients of care but rarely as care givers in their own right. Partly for biological reasons,
but Largely because society excludes elderly persons from making significant contribulions to the
secial and aconomic life of the community, the elderly are relatively powerless in modern societies
and subject to unequal relationships in their daily lives. Evidence has accumulated which
demonstrates that reciprocity is highly valued by elderly personz and that care is more readily
acceptable when care can also be given.

The urge to keep control over ome's own life and daily activities and to retain the
pessibility of reciprocal relationships is partly responsible for the almest universal desire of
elderly people te remain in their own homes, to care for themselves, and be cared for by fomily and
friends, as long as poessible,

2.7 Links between intormal and formal care

While goveruments, professionals and pressure groups {for a variety of good and bad reasons)
have newly discovered the concepts of self-carc and family cave, old people have continued doggedly
to care for themselves within their familiar enviromments. Self=carc, tamily care and ecare
provided by neighbours and velunteers constitutes an overwhelming proportion of all care available
to the elderly., Our over=stretched formal services would collapse if such informal care were to
diminish. We should accept this reality, together with the glear desire of most old people te
remain in their own homes or in familiar circumstances even to the point of death. The aim of
formal serviees should be ro support, not to replace, informal care unlaess there are substantial
contraindications.

Ideally, self-care, family care and other informal care should be cleosely interwoven with ecach
other and with the formal services. Indeed, the principle of intevweaving is perhaps most
necessary, because it is most lacking, within the formal servieces. We are very consciouwg of the
gaps and the barriers between the health and the social gervices and between primary care and the
various subdivisions of residential, hospital and leong-stay institutions. Fase of Eransition
within the full range of informal and formal seyvicez and between individual services should be the
gal of health service organization,

The existence of services and of personnel trained to provide & apecific type of cave, thouph
valuable in itself, should not obscure the overriding iwportance of impersonal necessities which
mdintain the independence and living standards basic to human social life. Money provides the
essential commodities for a dignified and secure life, and appropriate housing facilities help to
ensure an independent lifestyle and a continuing connexion with valued social relaticonahipe.

Social poliecy which neglects the basic alements of social life and relies upen service intervenlion
is costly and qounterproductive. Policy should be designed to avoid the aeed for service
intervention rather than to rely upon it. &Hervice intervention, morepver, 1s no substitute for the
psychosocial satisfaction derived from spontanéous rtelationships within family and community life.

3. Informal care

3.1 Terminnlogy: general

The "rediecovery" of the elderly in recent years has glso led to the rediscovery and
reformulacion of traditional concepts of care. Self-care, family care and ‘lay or voluntary carec,
previougly taken for granted or even devided, have assumed a new significance and produced their
governmental, professivnal and popular apostles. Concepts and terminology are ambigusus, and the
same terms are frequently used to denote quite different phenomena. In this report, we use
"self~care" to denote activities conducted by the individual upon his own behalf; "zeltf" is
therefore used in i1tz strict sense. 'Informal care® i1s defined to include self-care and those
caring functions cartied out by family, friends, neighbours, volunteers and voluntary
organizacions, It is also intended to inelude care given by all individuals and groups other than
those which zre professionzlly trained, otrganized and paid to provide care.

3.2 Self-care, self-diagnosis and self-treatment

Self-care has a broad connoetation. On the one hand, it must include all those activities
which adulr persons perform in cvder to live independeatly: personal bodily functions,
nousekeeplog, budgeting, mobility ansd dally secial relationaships. In recent cimes, however, the
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term has acquired other meaunings more closely focused on health-related behaviour. One dimension
reiates to healthy living and the avoidance of behavicur likely to endanger physical and
psycholagical health, ¢.g. poor nutrition, behavicurally-induced disease and social isolation. The
specific meaning of these health precepts to the daily life of the elderly, insofar as the latter
differ from younger age groups, seems to require begter definition and description. Yet another
dimension relates teo the identification of iliness, self-diagnosis and self-treatmeat. The
percaption and ideatification of illness by the individual {often in discussion with or in respense
to stimuli from other lay people) has long been recognized as the typical precursor of
self-referral for treatment. Self-diagnosis and self-treatment, however, except in relarion co
winor and common illnesses, raise more controversial quesCions, particularly with regard to certain
groups of elderly persons who are unfamiliar with the signiticance of symptoms and the availability
of effective trestment or who may already be imsecure and confused. Certain forms of self-care,
espectally in rtelation to commen illnesses and to disease~preventive behaviour, ave clearly
economic and beneficial, and their dizcontinuance would place an unbearable styain upon formal
services. More widespread and effective health education, especially at younger ages, can only
oroduce pood results. However, the application by the elderly population of precepts of self-care
involving diapnosis and treatment requires careful snd selective evaluation, Self-care should not
be eclavared into an ideology; nor should it be seen as an zlternative to, or = substitute for,
informed medical care. :

3.3 Entyy from informal inte formal caxe system

The organization of formal health and secial services is frequently complex and subject to
bureaucraric rules and professional procedures. Even when crystal clear to service providers, its
form and its entry points are often unclear ro potential clients. Self-care, and especially
preventive self-referral, would be facilitatea if all possible attempts were made, through personal
counselling, advisory services and information dissemination, to make elderly persons familiar with
and confidant about the optiong evailable to them and to their families and friends.

3.4 Femily roles: reality and wyths

A further and highly important dimension of informal care is centred on the family. Family
patterns are changing, the extended femily living in the same house or street is becoming less
commou, and women, the traditional providers of care, are assvuming nev responsibilities outside the
family. The aging of the elderly population imevitably means that their children ave themselvas
more likely to be elderly. Nevertheless, evidence from all parts of the Eurcopean Region
demonstrates that the major, most Lmwediate and most continuous suppert of the elderly comes from
their relatives, Not only do they frequently supply material suppert snd housing, they also give
personal bodily care not readily available from friends and neighbours and, through their mere
existence, a sensa of personal psychological security. They are frequently the go-betweens for the
elderly in their contacts with organized health and social services. Their contribution iz so
important that a major gbjective of the formal services should be te provide support to family
members in theitr continuing care of their elderly relatives = although research findings frequently
suggest a tendency for formal services to supplant rather than to support.

Many supportive arrangements have been evolved in Member States, Universal approval from the
elderly themselves and from family members exists for support given by home helps snd domiciliary
nurses, who perform the double function of carrying out burdensome rasks and reducing loneliness.
Sheltered housing in the local community allows relatives to conduct normal lives, relieves their
anxiety and lets them interact secially on a basis of equality. The extension of such schemes,
already widely and positively evaluated, is to be commended. Ocher arrangements include the
temporary accommodation of elderly persons in Tesidential homes ke previde relatives with a rest
and the chance of a holiday; research findings suggest that the availability of such avrangements
reducas pressure from families for the permanent institutionalization of their elderly relatives.
Further expesriments involve the payment of allowances te principal supporters to compenszate for
their loss of earnings and the granting of temporary paid leave at momeats of erisis.

ramiliecs Face twe particularly stressful situations: the management of confused elderly
persons and the confrontation of death = now frequently a process prolonged by advanced medigal
treatment. The manzgement of dementia and dying iavolves physical strain, but, above all, anxiery
and griet. The supportive intervention of services, usicg all the metheds described above, is
aspacially necessary at these times. Most old people prefer to remain at howme &s long as possible
and, when piven the oppertunity, most would prefer to die at howe. Even health professionals whe
meet death frequently have difficulry in coping with the stress involved, and more advice anould be
availgble to both lay and professional persons about how to manage it humanely and without
unnecessary emotional stress.
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It is, however, easy to idealize and reomanticize the family as a source of contipuing physical
care and emotional concern. Many old people do not have living relatives, and some are distantly
retmoved from thew both in time and in relationships. Reliance wpon the family by service providers
must, therefore, be selective and provision must be made for those whoe ave alone, Too heavy a
reliance upon the fawmily can, movreover, create its own problems. Many relatives axe not only too
far away to help, but they may also have pressging responsibilicics to other immediate kin. A moral
doctrine of family responsibility can create a burden of guilt, and some research findings document
movingly the dilemma experienced by ¢oncerned relatives who are unable to undertake the
regponsibility.

The burden of care has traditicnally rested, and still rests today, mainly upon female members
of the family, who sometimes sacvifice thely time, their sccial relationships and their carecrs Lo
support their parents, Family velationships arve not always benevolent: some velatives have
quarrelled vears ago, Some resent the responsibility, and reports are beginning to appear of the
abuse of elderly relatives, somawhat akin to the relatively recent recognition of child abuse. The
prevalence, causes and impligaticna of such sbuse require examination.

Thesaa qualifications about the nature of family relationships are not intended to devalue the
actusl and potential contribution of the family to the continuing care of the elderly, but Lo avoid
the excessive and uncritical use of the family as a convenient alternative. The idea of family and
cotmunity care has been embraced with rather sudden enthusiasm by some povernmental and
professional agencies snd has provoked suspicion thatb it may have &c.eaie tather than
soundly-based care motivations. The fawily should be seen as one very impertant component of a
network of concern and care and not as a cheap alternative to formal collective arrangements.

3.5 Neighbours, friends, volunteers

Informal ecare extends beyond the family to neighbours, friemds and voeluntary services. The
relationship between these sources of care and formal services requires delicate handling.
Neighbourhood and community are vague concepts, infused with warmth of feeling. Traditional
relationehipe gtill exist in many parts of the Ruropean Region and particularly in rural or stable
areas of reaidence. ‘The modern urban world, however, is gharacterized by mobility, anonymity and
relationships based on eriteria other than propinquity, Extreme instances exizt (and are
increasing) of geographical communities composed of temporary migrants or of areas whose population
is ingreasingly ceomposed of elderly people. Service organizatien and practice need to be flexible
and based upon reliable information abouk community charscteristics.

Despite these cautions, neighbourhood and community carce exist and make substantial
contributions te the support of elderly residents. Neighbouring tends to be a spontaneous
relationship dependent upon the ecology of the area and upon chance phevomena. Where it exists, it
provides a range of services: surveillance, shopping, transport, soecial visiting and af times, but
noc frequently in urban areas, more personal forwms of care. Again, rveciprocity is an important
element, and research Findings often suggest that elderly people like to think that they, teoo, are
providing a neighbourly service.

It is etill unclear how far neighbouring can be stimulated by external social intervention or
how far the provision of formal help causes a8 withdrawal of neighbourly services. More knowledge
i% required and some synthesis of existing research findings would be useful. What is cliear is
that the most =ensitive work with neighbours must come from primary services, with thelr knowledge
of community relationships. They can also be most helpful in ensuring that the network of
supportive relationships does npt disintegrate when elderly people move temporarily into hospital
or other residential acconmodation.

The role of voluntayy agencies differs in one important respect from that of families and
neighbours. While based upon concern, it doez not spring from existing personal relationships.
Voluntary agencies are perhaps best regarded as formal community organizations whose knowledge of
local conditions and whose flexibility makes them valuable intermediaries berween lay and
professional care. Where formal services do not exisc, veoluntary services sometimes fill the gap
by providing a mixture of professional and volunteer help. They are sources of identification and
referral. In other contexts, they carry oubt experimental work, particularly in mobilizing unused
respurces. In some areas of the European Region, they act as pressure groups Or ay research
agencies at local level. in all these capacities, they form an integral part of the network of
concern and care.
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I Formal care

Formal services, conventionally subdivided inte primary, secondary and tertiary serviees, in
their scope, composition and organization inevitably reflect a variety of histericel, cultural and
political influences. Each nationul system consequently has its own peculiar ildencity and
integrity. Lessons can be learut from ¢ross-cultural study, but it is usually unrealistic to
expect that features of one system can be transposed to another withoutf radical modification.
Change teads to be incremectal, growing out of the existing styvucture in response to local needs
and constraints. Ideal systems thought out at the iaternatiopal level gre, therefore, best
regarded as long—term objectives vather than realistic ilmmedizte alternatives.

4.1 Common festures smong countries: deficiencies, constraints

Formal services in the countries represented in che Working CGroup do, however, share common
teatures. The structure and the pperation of services fend to veflect the ideology and interests
of the professions and groups involved in the provision of care more clearly than they reflect the
holistic neads of clients. Over several decades, in response to changes in naeed, but also in
techaology and specialization, new profegsions have arisen, each of which in its training and its
professional organization emphasizes its disrinctive contribution and its separate identity.
Sometimes, and this is particularily true of the healrh and social services, professional separatism
is embodied in scparate organizuations, each with its own clientele, ics own criceria for admission
into treatment or service and its own budget and accounting procedures, This creates confusion for
clients, gaps between services and barriers in the pathways from one service to another.

Une common phenomenon reiafed to organizational and professional separatism is the "blocked
bed" - the coaCinued occupation of a hospital place by a patieat who no longer requires hospital
freatment but for whom mo orther sultable c¢sTing arrangement can be foupd. This is a complex
problem, possibly reflecting the maldistribution of hospital beds between geriatric and othey
patients, but the phenomenon is mere gencral, sffecting movement betwesn all levels of care Irom
private homes through sheitered housing to residential homes, hospitals, psychiatric facilities and
long=stay institutions. lIdeally, the patient should be able to wmove from =ny one of these
faciliries to any other in respomse to his needs, but he is prevented from so deing by the general
shortape of resources and by the organizational and professional separatism characteristic of the
system.

Another common preblem is the so—called social admission, that is, the admission of a patient
to a reaidential institution when his needs could best be wet in the community, the adwmission being
the result of u breakdown in family and/or housing arrangements rather than iliness. Such
admissions may slso reflect a coubination of inadaquate assessment procedures and of relative
ignorance by onme professional about the resources available in the community or about the potential
contribytion of other care givers. Such laeck of knowledge and lack of comfact between relevant
service praviders may also be a factor in the long period of stay ln blocked heds, mentioned
earlier. Procedures for the assessment of need and decisions sbout the management of care too
fraquently involve a single professional rather than the range of avaiisble and relevant skills and
knowiledge.

The stsndards of care existing in many residential institutions (and especially in lomg-stay
hospitals) are recognized to be at an unacceptable level compared with those available to most
other patieut groups. This severely affects che movale of staff working in sueh institutions and
hag a depressing effect upon vecruitment. This is manifesced in many countries in the reluctance
of native prolessionals to enter geriatric cave and the consequent employment of a high proportien
of foreign—born and temporavy staff at all levels. &Such staff are unlikely te be fully familisr
with the beliefs, habits or even the language of the elderly pecple for whom they care, and cthis is
not Teassuring Lo persons altready anxious about their health and theiy relative powerlessness.

Poor recruitment and standards reflect the past and present undex-financing of geriatric care, its
parcial separation from other parts of the health syscem and the ineffective and inefficient use of
resources and menpower. Frail or confused patients frequently need wmore nursing than medical care
and need to be less subject to the adminiskrarive routines characteristic of hespital systems. The
imaginative involvement of family wmembers in residential and hospital care would be facilirated by
decentralization, so that patients were accommodated closer to their home community.

It was noted earlier that lay helpers were fearful of dementis and death. These conditions
are also stressful fo professional staff at primary, secondary aud tertiary levels, and it is
cous idercd that more advice and cxperience in the handling of dementiaz and dying s required ia the
training of all health personnel. Such experience is being gained in some countries, in relation
to dying, through the growth of the hospice movement, and attewmpes should be made to share this
experience with other health wovkers throughout the system.
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4.2 Inmovative approaches

Countries throughout the Zuropean Reglon have developed an lmpressive array of gervices and
helping professions, but elderly people still oftes lack information relevant te their health and
are unaware of the range of optlons potentially available te them or of the means by which they can
chtain service. There is an iwwediate need for better methods of providing the elderly with
factual information, practical advice and counselling. Countvies showld comsider how far
improvements could be wade through the greater use of local clinics and centres as advice apencies,
through making professionals themselves better aware of the range of services, by cooperation with
the mass media and by mohilizing the informacion and experience possessed by the e¢lderly themselves
for the benefit of thelr peers.

The rapid development of services for the elderly has produced many gevvice innpvations,
notably at the intermediate level of care. Some are specific Lo one country or to a peneral system
of services. OQthere are potentially generalivable to other contexts because thaey have evolved to
meet common problems.  The day hospital and its many variations is an abvious example. The Working
Group felt that lnsufficient was generally known about these innovations and that, while some had
yat te be evaluated, a knewledge of such developments elsewhers would be valuable for planning and
administration. WHO would be in a good posifion to identify and collate sueh information,

5. Integration of informal, primary and institutional care

4 recurrent theme of the Working Group and of thisz report has been the necessity to provide 4
comprehensive service capable of meeling the heterogenecus and changing needs of elderly people and
Lo ensure an esasy entyy inte and smooth transition between different modes of care. This concern
has not been prompted by the desire to couform to such peneral pringiples ss thouse promulgated by
WHO in the Declaracion of Alma-Ata, but by che recognition, hased upon experience acrosg the
Eurcpean Region, that elderly pecple are confused by and suffer £rom the artiticial barriers
created by comparvtmentalired thought, training and services.

5,1 Structure of services

Sowme countries have modified their formal organizational structure Lo create a more cohesive
system, and much seope certainly exists for decentralizetion to local level, for ensuring that
administrative houndaries are coterminous, for the merging of certain health and social service
authorities and theiy budpets, for the diversificatien of facilities within particular institutions
and for the development of infermediate services such as sheltered houses, community home help aned
nursing services, cownunity seyvice and day centres, day hospitals and outpatient facilicies.

The structure of serviges, however, 18 of greater gignificance than buildings, and some
arganizational cxperiments have disappeinting results wunlese accompanied by more resources, the
reduction of bureaucratic procedures and the sensitization of staff to the potential cuntelbution
of the lay sector and of other service providers outside their own subsystem.

"

5.2 Tesmn approach

Some countries have been able to eperationalize the health team approach at the primary healrh
care level. This typieally inveolves the use of small but comprehensive teams contailning porsons
with medical, nursing, educaticnal and scecial service skills who work closely together, aware of
and making use of each other’s skills and communicating and cooperating in the jdentifieation,
management and referral of cases. Such teamwork, within primary care, between primary carc and
tuscitutional cara, and between health and spcial serviees, 1s a highly desirable goal. At the
very least, it can aveld the multiple, and possibly confusing and contradigtory, management of an
individual's problems by many seyvice providers working in ignorance of easch other's intervention.
A well organized tean approach can also ensure that, ac whatever point in the system an individual
presenls for help, all available resources can be mobilized, either through cross=referral or joint
gction.

At the orpanizational level, this means that facilities can be planned and ocperated in such a
way that the needs coan be met flexibly, by the intormal subordination of professional procedures
and administrative criteria for eligibility to the particular reguiremencs of the individual. Bach
health and soecial service svstem, however, has evolved historically out of past pressures and
decigions, and it 1s unrealistic reo expact that g commen health team arrangement can be apdopted and
superimposed upon, or substituted for, existing national arrangements. The wnderlying principlas
must be ceoperation znd coordination, bmt the organiszational form in which such principles are
ambodied must vary according to logal gonditions. fach country mugt atart from its existing
system, identify the barriers to gooperation gnd coordination, and then modify the system in
aggordance with both long-term goals and local service patterns.
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5.2.t Coustraints in tesm—work: implicaCions to health

One important barrvier has been ceferred o eariier in this report, namely, the tendency of
professions and orgapizations Co devalop perspectives, methods and operating rules in conformity to
their own need for effective practice, withouwt feeling similar pressures to ensure smooth working
relariouships with other prufessions and erganizations. The Working Group considered two special
facets of this separatist tendency. On the one hand, they asked how much cooperation could ba
pxpected in practice when professional education was conducted in isolatiom. Clearly, it was
impracticable to suggest that all professionals should have a common training. Examples were
cited, however, in which medical students, nutrses and social workers came together at cerfain
stages of their traiaing to be instructed in and to discuss particular problems of common concern.
Kxperiments in limited common training, properly evaluated, might indicata how far earlier
awareness of mutual problems and of different methods of handling such problems changed attitudes
or had an impact upon later professional behaviour in terms of conscltation or cross-referral.

A second facet was the potential effect of differsat methods of remuneration.  IE seemed
possible that certain types of professional remuneration for services rendered, and in particulsy
fee—for—service mathods, might reduce cooperation, particularly in matters of continuing tare.
This is part of a wider question of how the working condirions, lines of authovity and
comnunication and degrees of autonomy in decision making differ between professions in ways which
might impede flexible cooperation between them.

dealth, in the broad sense of “physical, mental and soecial well=being" incorporated in WHO's
definition,® extends well beyond the provision of services and beyond actual sickness. The
walfare of old people is affected by pelicies and decisions taken putzide the formal health sphere
but which iLmpinge upon fundamental aspects of living. We are thinking here about peolicies
concerning the age of retirement and the right to work beyound the official retirement age, the
tevel of and eligibility for social security pensions and other financial benefits, the
availability and costs of suitable types of housing or of housing modification, the costs ef travel
and the accessibility of leisure facliliities.

5.3 Hole of traditional medicing

Many relipious and secular groups are offering a healing or a helping service to sick or
etderly populations in ¢ountries of the Region. The elderly make substantial use of such
unofricial heaters and experts. In genecal, the official healing and caring professions have
rended to Erown upon the activities of lay healers and carers and have made little attempt Lo
inform themselves about their potential coatribution. Since they ave being widely wsed, it seems
unwise to ignore and ostracize them on principle. On the centrary, the potentiel contributioen of
lay healers and carers towards meeting the needs of the elderly should be cavefully examined and
consideration given to [he role they might play and te their relatipnship with the formal system of
care,

&, Information and research

6.1 Gaps

Many gaps exist in our understanding of the problems of aging and of the elderly and in our
information about the effectiveness of existing and slternative modes and patferns of cave.
Understanding end information must, wmoreover, be continugusly updated if they are to raflect
chanping needs and provision and to incorperate aew ideas and developments. There should,
therefore, be no lessening of the flow of information and tesearch. Careful consideration new
weeds to be given, bowever, to the kind of knowlsdge needed for the better pilanning and provision
of sevvices and their relationship to informal systems of care.

6.7 Role of surveys

There has perhaps been an overemphasis upon the more easily conducted general surveys of the
characteriscics and needs of the elderly, the results of which provide a general informational
background but which are difficult teo translate iato service organization. The Working Croup
arrached importance to periodic national amd lecal surveys of the elderly and their preblems and to
the continuous improvement of information syscems. Such surveys and systems, however, are of
limited applicability unless they are designed to answer specific questions. Much of the
information available ro practitioners and planners comes from persons who are already in contact
with the gervice. The more general sucvey provides an opporfunity to identify those not in receipt
of service and thus, on the one hand, to estimate the nature and extent of uvnmetr needs and, on the
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other, to explore thoese personral, familial and envirgnmental situations which are sufficientiy
supportive to render che use of formal services redundant. This topic, however, is so lmporfanl o
its relevance to the possible contribution of infermal care and, at the same time, 0 complex Lhat
it requires greater depth of study than the survey method alone can yield,

6.3 Priority topics for research

(1) 'The degree o which elderly persons either have the abilities to practise or do proctise
various forms of self-care.

(2} The reles played by principal supporters and others in the support and care of elderly persons
and the impagt of their yples wpon the lives of suech supporters.

{3) Eldevly persons’ perceptions of their needs and their subjective evaluation ot services.

(4) Ecological studies in which intervelationghips can be established between the situations and
necds of the population, standards of living, systems of informal and formal care and elderly
pergons’ perceptions of the quality of care and its velevance to their needs; such studies are
urgently needed in many rapidily changing urban areas of Eurcope and particularly in aress of high
lumigration,

(5) The services themsalves, so az to identify orpanizational prol... ., -o aanlvse the source af
such problems mnd ko explore alternacive solucions.

(6) There should be more widespread use of evaluative research as applied not only to
organizational change but also to ongoeing sevvices, in which formal cbjectives wouild be compared
with various eriteria of performance including the judgmenca of clients.

(7) More work is needed on cost-elfectiveness, particularly at the level of primary prevention,
so~c3lled community care and gustodisl care. Tt seems likely that particular methods of paying
profeasionals for their work and of fundiugz basic services affect the balance of prevention, cure
and cave and also the nature and degree of collegial caopevatign between professzioon and serviges.

{8) Methods of funding prevention and long-term primary carve in insurange-based or fee-for-service
systems Tequired exAmination,

6.4 General remarks on research

The emphasis of research should be shifted towards the study of servieces in action, including
evalyation, and away trom brgad epidemiological and social =zurveys. Particular importance should
be attached to the study of experimental schemes, often st the local level, through which
administrators and practitioners have adapted formal systems to reduce disjupcbion between
serviges, to ilmprove communication and to make zervices gceesgible and relevank to potential
clients. The volume of such innovation is considersble, and much may be learnl by the collation
and analysis of existing meterial aud its dissemination to policy makers, administrators and
professionals. Considerable benefits could be gained from the careful aynthesis of extsting
knowledge derived fyom research already carried out; in this connexien, it might be more
cost=effactive for WHO to carry ouf or commisgsion comprehensgive reviews rather than conduct
original research.

7. Recommendations

(1) To achieve continuity of care, the foliowing general principles should guide poliey,
adminiatration and practice:

(a) the informal system of care is invaluable in its own right and szhould noL be regarded as
4 substitute for formal services;

{b) a prime objective of policy and practice should be to support the informal system so that
its confriburtion can be maximized;

{c) formal and informal systems should be interwoven, unot only at the primary level but at
211 levels of carce, and those working in e@ach system should be educated to make the best use
of the services and resources of the other;

(d) the goal of policy should be to ensure an integrated system of informal and formal care
which can respond to the needs of the individuzl and in whigh elderly persoas can locate
Appropriate services with maxisum flexibility of infevchange betwesn organizations and Lypes
of service;
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(a) adequate standards of liviag (in terms of food, housing, income, security, wobility,
leigure and wozk) are an essential prerequisite of centinuing wellbeing and independence; the
principle of integration requires that poliey and practice should take this tully ingo account
in the planmning of a comprehensive service;

(£} relatiounships bertween the services and elderly persons should be based on the principle
ol reciprocity, e¢lderly persons being involved in the planning of services and being called
upon, where appropriate, to provide help for gthers,

(2) Positive action is required to break down rhe barriers between professions snd prganizations
in the provigion of an integrated system responsive to individual needs. #xperiments in joint
professional training should be encouraged and evaluated.

(3) Many innovations in relation to the integration of formal and informal care systems are
currently being conducted in the Eurepean Reglon. WHO should take steps to document and evaluate
such innovations, to disseminate knowledge about them and to avrange for their discussion by a wide
vange of organizations and professiona.

{4) Since lay and professional persons eacounter extremely difficult problems in the aceeptance
and management of dementia and dying, WHO should consider what steps it might take te improve
methods of managing these diffiecult issues and to disseminate such methods.

(5) The low standards of care which still exist in many geriatric institutions are both morally
unacceptable and a deterrent to good staff recruitment. WHO should consider means of reviewing
this problem.

{6) The emphasis of research should move away frow broad epidemiological and social surveys
towards the study of the services in action. Work is especially required on factors facilitating
or impeding the integration within and betwsen primary and secondary levels of care and batween

formal and informal systems.

(7) More carefully defined and designed research is vequired into the various components of
informal care (self-care, family care and other lay care}, its potentislities and limitatioas aad
its subjective evaluation by elderly persons and by principal supporters.

{8) Considevable benefit can be devived from the careful synthesis of past and current research,
much of which is unknown outside national boundaries. WHO, by virtue of its central position,
should examine the possibility of undertaking such research synthesis.
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