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Self-Help and Chronic Digease
A Report from a Workshop

Leuven, Belglum
28-30 January 1987

1. INTRODUCTICN
1.1 Description 0f the workshop

This workshop was organised by the International Information Centre
on Self-Help and Health, on behalf of the World Health Organlza-
tion‘s Reglonal Qfflce for Europe., It took place In Leuven, Belglum
over two and a half days, 28-30 January 1987. The workshop should
be geen as one further development In the WHO’s strategies for
attaining ‘health for all by the year 2000‘. It was set up on the
premige that Improving primary health care should form a ceniral
part of this goal and that collective self-help has a major contrl-
bution to make in this area, Self-help is relevant to every aspect
of health, including mental and social as well as physical well-
belng, and can be seen to have a role at every stage - from preven-
tion and health promotion to health care and rehabilltation.

The WHO, particularly the European Region, has taken an active
stance with respect to self-help, both in promoting the ldea and in
stressing the lmportance of support structuresg. Through lis pro-.
gramme on health education and lifestyles, the Regional Office has
provided the impetus and support for a serles of consultations and
workshops. These Include ‘Self-Help and Health’ (Copenhagen,
December 1980), ‘WHO, Self-Help and Health’ (Leuven, November 1981},
‘Mutual Aid: from Research to Supportive Polley’ (Héhr-Grenzhausen,
June 1982) and “Supporting Self-Help’ (Leuven, January 1986) and
they recommended a number of practical measures, as well as further
research in this area.

This workshop, bringing together researchers in this fleld, was
derived from both the recommendations of previous workshops and the
work of the International Information Centre on Self-Help and
Health. The selection of particlpants and the operation of the
workshop reflected the WHO’s approach of widespread consuitation and
dialogue. Its outcome should be judged not only by lts conclusions
and recommendations but also by the opportunities it afforded for
exchange of information and experience and the establishment of new
informal econtacts and networks.




The workshop was convened on the assumption that the time was now
ripe for a review of existing evidence about self-help. A great
deal of knowledge has been accumulated about the operation and
effectiveness of self-help groups and it is right to begin to dis-
till and disseminate this understanding. At the same time, it is a
good time to begin to review and assess the growing policy develop-
ments in the field. Bringing together the leading researchers in
this field, enabling them to compare their research and analysis,
provided an opportunity to test existing views about self-help and
its contribution to those with chronic disease. Consideration could
also be given to the transferability of conclusions, f{rom one coun-
try to another as well as from one disease to apother. There was
therefore both an academic focus and a practical concern to draw out
recommendat ions.

The participants comprised primarily academic researchers who had
completed resgearch relevant to self-help and health. A few worked
direct!y in the field of public health poliey or for organisations
with a self-help component. A wide range of disciplines were
covered by the participants, including medical sociology, social
medicine, clinical medicine, social psychology, political science,
social administration and social work. Mrs Liliane Trienpont,
advisor to Miss Rika Steyaert, Minister for the Fam'ily and Social
Welfare of the Flemish Government, Jjoined the participants on the
first day. Or Helmut Milz, consultant for the Unit for Health
Education of the Regional OQffice for Europe of the World Health
Organization, represented the Regional Office and welcomed the
participants on behalf of Dr [lona Kickbusch, Regional Officer for
Health Education. A complete list of participants is attached in
Annex 1.

1.2 The structure of this report

This report describes and summarises the conclusions reached by
researchers in the workshop. It is intended to stimulate discussion
within the WHO and to make specific recommendaticons. A number of
distinct topics were covered by the workshop and these are dlscussed
in a section on geperal flndings. These include the impact of self-
help groups, issues of organisational dynamics, the incidence of
groups and differential participation, and suppert for self-help, In
the course of these discussions, some gapsg In existing know!ledge
were identified and issues deserving further exploration noted.
These are examined briefly in a separate section on jgsues for
further research. Finally, the implications for WHO policy, and for
policies of itz member states, were considered in some detajil and a
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separate sectlion on gonclysions and recommendations i3 provided
below. ‘ .

In the interest of brevity, thls s not a verbatim report on the
workshop and individual contributions are not clted separately.
Similacly, individua! studies and publications are also not cited in
the text. It might be noted that the participants’ research covered
self-help in the context of many differing chronic diseases and
handicaps, including diabetes, rheumatism, chronic skin disease,
cancer. sarcoldosis, hypertension, blood diseases, huntington’s
disease, mental handicap and others. A list the principal wriltings
of the researchers present, showing the publications from which
their conclusions were derived, ig provided in Annex 2.

2. GENERAL FINDINGS
2.1 Introductory remarks

Self-help groups are no longer uncharted territory. For many years,
there had been widespread professional awareness of their develop-
ment in Europe and America but little systematic knowledge about
their operatlon or effectiveness. The presence at the workshop of
s0 many researchers, from disparate disciplines and environments,
demonstrated the wealth of knowledge now available about self-help
groups and chronlc disease. It was found that there was a great
deal on which the researchers could agree; there are increasingly
secure foundatlions on which to build conclusions and draw recommen -
dations,

Self-help groups are essentlally groups of people who feel they have
a common problem and have come together in order to do something
about 1t. Although the questlon of definitions was not explored by
the workshop, several definitional issues were identified. First,
some groups are strictly local, while others form part of a national
organisation. The workshop focussed on issues surrounding the local
(primary} group, regardless of its affiliation to a wider body.
Second, there was consensus on the need to distingulsh ditferent
functions and audiences of groups. On the one hand, they are con-
cerned with the social and health needs of their members (called by
some ‘defensive’ functions), while on the other, they are concernead
with the broader policies for and provision of health care (termed
‘offensive’ functions). These may or may not be combined within any
one individual group. Third, 1t was agreed that self-help groups
should be seen as one vehicle for health promotjon, carried oubt by




key lndividuals who have come to terms with their own disease.

fine of the key elements of self-help Is its holistic approach to
individuals and their problems, A person iz viewed not solely as
someone with a particular disease, which needs treatment, but as an
individual with a need for a wide range of kinds of care and atten~-
tion. This approach is not unigue to the self-help context, but it
is well-demonstrated through it. There are important legssons fo be
learned from such a perspective.

Self-help groups can be seen to be particularly appropriate in the
context of chronic - as opposed to acute - diseases. Chronic
digeage, by lts very nature, creates a new and permanent ‘state of
being’. Suffersers must learn to cope not only with a new set of
aymptoms but also with a new sense of ldentity. They may aiso need
to make substantial changes in their day-to-day lifestyles and
iiving conditions. Self-help groups provide patients an opportunity
to meet and learn from one another over time, both about how to
detect and contro! symptams and about how to come to terms with
thelr new situation, Patients who have had a dlisease for some time
can provide a useful model for those who are new to it, offering a
reagsurance that it is poasible to live with - and cope with - the
condition.

The development of self-help groups presents a kind of conundrum for
those concerned with public policy. On the one hand, they can be
viewed as solely ‘private’ bodies: groups of people who find their
mutual company congenial and derive a sense of benefit from taking
part (as with a group of friends or a sporting c¢lub). On the other,
they can be viewed ag having an additional ‘public’ function: a
contribution to the health status of the population (a3 with pro-
grammes for health education). To the extent that they are viewed
as the former, they are a matter solely for the individuals

involved. In contrast, to the extent that they are viewed as the
latter, they are a matter for social policy. The growth of atten-
tion to these bodies, from national governments as well as from the
WHO itself, suggests that the broader social Interpretation is gain-
ing currency.

2.2 The impact of self-help groups

Probably the most central issue underlying any discussion of self-
help groups is their impact. Are these groups helpful and, if so,
in what ways and under what conditions? Two separate kinds of
impact were identifled: on their individual members and, more




widely, on the political and soclal envircnment in which they work.
These are discussed in turn. ' '

2.2.1. Impact on members. From their research findings, the work-
shop participants were agreed that self-help groups can have a sub-
stantla! and beneficial impact on people with chronic dlsease.
Across many countries, and across many different conditlions, they
provide an lmportant sSource of social and emotional support to those
who belong. They help to raise members’ sense of ldentity and to
overcome loneliness and isolation through shared social activities.
For some members, participation plays a c¢ritical role in enabling
them to come to terms with and accept the nature of their condition.
For some, too, there 1S a growth of ‘empowerment’, with an improved
capacity to look after their own health and promote the health of
gthers.

At the same time, self-help groups are an important source of Infor-
mation and advice, both about coplng directly with the particular
disease and about other sources of help. They increase members’
awareness of both the quantity and quality of external help and
therefore thelr ability to exercise informed cheoice. Some self-help
groups also provide various kinds of services to thelr members, from
small casual exchanges (such as babysitting) to more substantial
means of helping people with their condition (such as care centres
for people with the disease or specialised counselling arrange -
ments)., These may differ from equivalent ‘malnstream’ services in
content and style, but they also may be taken over by other service
providers in their area,

But not all effects of self-help groups are positive. Some groups
were also found to have a negative impact on members. While
creating a bond between members themselves, some groups isolated
members from non-members or indeed the wider community. A tendency
to create a high tevel of expectation among members, not always
capable of being fulfilled, was also noted. It had alsc been found
that discussions within a group settling could seem ‘academic’ or
uanrealistic, so that suggestions were not followed up when the per-
son was at home. In some cases, there is also a tendency to develop
a =ingle factor etlology with respect to a condition, leading to an
inappropriately narrow approach to particular problems.

Research evidence on the physiologlcal or psychological impact of
self-help groups on members i limlted and possibly conflicting,
There are some data to suggest positive changes in some physio-
logical indicators (for instance, for hypertensives and diabetics)
and a positive impact on capaclties for self-healing and self-




reltance, arlsing from partlcipation. There has been 1lttle
research, however, on the effect of involvement in reducing personal
giress.

What ls certain is that one must be cautious not to-generatise Loo
freely about the Impact of groups on members. This differs enor-
mously according to the nature of the condition for which a group is
formed. Beneflts from involvement also differ according to the
stage In the dlsease at which a member takes part. They also vary
with the degree of stigma attached to the condition.

2.2.11. Impact on others. But many groups extend thelr focus beyond
their immedlate members to seek to engender greater publlic awareness
about their condition in partleular and health needs In general. In
some cases3, thiz is a matter of de-mystifying the problem; In
others, it 1s more a matter of gaining public {or prlvate) resources
to bring to bear on the condition. The ‘advocacy’ role is an Impor -
tant one for many groups. Slmilarly, some are concerned to ralse
funds for further research into prevention or cure.

Some Interesting lissues arlse with respect to the Impact of self-
help groups on health professionals. It was argued that through
lavolvement in a group, such professiocnals often become considerably
more knowledgeable not only about the group ltself but also about
the condition arcund which it was formed, They also learn a great
deal about patients’ problems and views. [n addition, professionals
often come to realise that self-heip is a useful means of solving
problems and isS not a threat to themselves. It was felt that there
may be an increasing sympathy among professionals with respect to
self-help in some areas. On the other hand, there 1s a danger that
very successful groups may antagonise professionals, in part by ob-
taining public resources at the expense of broader actlvities for
health promotion. Some professionals were thought to view self-help
groups inappropriately as a substitute for their care.

Self-help groups., It was noted, mobilise new rescurces into the pro-
vizion of health care. A new kind of ‘volunteer’ can be seen to
emerge within groups, providing help to others with the particular
disease or condition. In some areas, they also lead to new ways of
perceiving needs for care and organising around them. Focussling
clearly on one condition, strict professional and institutional
boundarles tend to be lgnored. There 13 a concern to integrate ser-
vices around thelr conditlon, forming new coalltions of lnterested
lay and professional people. This tendency is not evident in all
countries, haowever.




The long-term Impact of self-help groups on soctety at large was an
issue of some Interest. Actual evidence is modest. It would be
exceedingly difficult to trace, as a long time span ls necessary and
cultural changes are in any case highly subtle. Similarly, the
lmpact of self-help groups on broader attitudes to health s inter-
eating, but difficult to assess., Scme caution was urged In making
claims here. Such lmpact undoubtedly varies notably from one coun-
try to another, affected both by particular health care arrangements
and by local cultural norms. Attention was called to the potential
signiflcance of systems requiring medical professionals to compete
for patients, providing them an incentive to seek new ways of
attracting patients to their care.

2.3 Issues of organlsational dynamics

The workshop participants had found in their respective research
that self-help groups do not all function in the same way. There
are substantial variations in the nature of the structures and acti-
vities of groups as well as in the extent to which they gain member
involvement. Indeed, there is substantial vartation in groups’
longevity. A number of issues concerning corganisational dynamics
deserve exploration.

2.3.1., The operation of self-help groups. It was widely agreed that
the concept of ‘reciproclty’ underlties the development of self-help
groups, emphaslised by the fact that they are also known as ‘mutual
aid’ organisations. But it is clear that actual reciprocity s
uneven, both within individual groups and across groups as a whole.
There is a need to question the extent to which an exact reciprocity
among members is essential and to examine the nature of the
orocesses involved. ‘Serial reciprocity’, whereby help received is
paid back to others over time, may be one way in which groups retain
a reciprocal element. Service provision by some members to others,
including nopn-members, clearly undercuts the rhetoric of recipro-
city. This may not be important elther to givers or to recelvers,
but raises interesting questions about its distinctness from pro-
fessional relationships.

The goals and functions of self-help groups tend to change over
time, it was noted, in response to perceived changes in needs or
expectations. There is a tendency for some new groups to concen-
trate on issues surrounding the somatic aspects of their conditien
and then to broaden to a wider health-improving focus. Groups also
change in response to changing concerns of members; the interests of
olger members, for instance, are often quite different from younger




ones. New memhers commonly bring a particular perspective, There
may be a c¢ritical time for some groups, particularly long-standing
ones, when they become lsolated and moribund. [t was suggested that
gome groups have what might be judged a ‘“natural” life span.

The participants polinted out that the crganisaticnal dynamics wiihin
a group s affected by the nature of the problem around which it is
formed. Some conditionz: affect a more heterogeneous population than
others; scme endure over longer periods or change their impact on
sufferers over tlme. Some organlsations attempt to accommodate
varying lInterests within them by developing sub-groups within the
larger whole. The role of any national body may prove crucial,
facllitating the development and success of local groups. Organi-
satlonal dynamics may also be affected by broader external factors,
such as the political and professional c¢limate. The importance of
the cultural context must not be underrated. ’

2.3.11. Differentlal participation within groups. A number of
tggues surrounding different levels of involvement were explored.

1t was commonly found that people do not all want to be active in
the same way. Some want to be highly active, some want fo attend
meetings but keep in the background and some simply want to know the
group ‘13 there’. The problem of group leadership is clearly a cen-
tral one. Some groups are formed by one strong, sometimes charis-
matic, leader, who plays a key role In generating an enthusiastic
membership., Qther groups seem to De formed almost accidentally,
with thelr ‘leaders’ in no way prepared for their tasks and role.
In both cases, guestlions arise about the impact of the leader on the
subsequent development of the group.

There are alsc issues concerning group maintenance and the retention
‘of leadership skllls. It has been found that in some groups, where
new mempers are not encouraged, a smal! cligque of actively involved
people developg. In this case, as well as in others, group leaders
are likely to stay too long in their job., This hag been found to be
unhealthy for the group and tiring for the leaders. It was '
suggested that some leaders experience ‘burn-out’, in much the same
way ag over-worked professionals. On the other hand, a constant
turnover of leaders can also be difflcult for a group., In such
cases, there [g no pool of leadership experience on which to draw.

Some dlscussion focussed on the meaning of ‘participation’ In a.
group. In general, a feeling of involvement in a group can be en-
genderead within the group as a whole or between members on a cone-to-
one baslis. There Iz also a question of what is meant by ‘active’
particlpation. Naturally reserved people, for instance, may not




rlay a highly visible role, yet may feel fully involved. This may
also be the case where there are language problems or other diffi-
culties In intra-group communication.

2.4 The incldence of sgelf-help ogroups and differential
membership

In considering the sffect of self-help groups, it i2 necessary to
pay some attention to the extent of ¢pporfunities to take part in
them. How widespread are they and what sorts of conditions are

covered by them? What affects the disposition of people to become
members and take part? The workshop also discussed these jssues.

2.4.i, Ipcidence . It i3 evident that not every chronic condition is
equally well served by self-help groups. Yet the nature of the con-
ditions covered seems to vary congiderably across national boun-
daries, with some Iinteresting contrasts noted. Most workshop parti-
cipants found it difficult to specify which chreonic diseases were
not covered by self-help groups in their country, although they felt
that there was unegual coverage. .

Differential incidence relates to variations in both the birth rates
and the survival rates of groups. Both depend in part on different
national traditions, as well as the socic-economic and political
environment. There are also more obvious factors, however, such as
the prevalence of a disease and its significance for members. The
importance of alternative support systems must also not be over-
looked. Issues surrounding organisational maintenance are also cru-
cial here, as they affect the |ongevity of groups; these include
finding leaders with the ‘right’ perscnality and skills, gaining
referrals from key local professionals and having some system for
groyp suypport.

The incidence of groups also varies notably within individual coun-
tries. This is equally pertinent to potential members, who cannot
take part in groups located well outside their own immedlate area.
It was generally agreed that, whatever the national coverage of
particular diseases, local coverage was very patchy indeed. Ques-
tions were also raised about the ‘openness’ of groups to new mem-
bers, The potential role of national organisations in developing
lacal groups, or creating conditions favourable to their emergence,
was noted. Similarly, loecal clearing houses can play a key role
here, providing practical advice and information.
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2.4.11. Jolpers and non-igipers . Related to the question of lncl-
dence and coverage |s the question of who takes part in self-help
groups. 13 non-participation a function of real choice or does It
arigse simply from lack of an appropriate group or lack of knowledge
about a group’s existence? There 19 considerable research evidence
that those who take part vary systematically from those who do not.
There 13 a tendency for ‘Jolners’ to be middle ¢lass, educated,
female, elderly and not from ethnic minority populations or rural
areas, although of course this varles somewhat according to the
nature of the particular problem. They also tend to be “soctally
competent’, having both experience of expressing their needs and a
sense of confldence In their ability to solve problems themselves.

It might be added here that not all Jolners are direct sufferers of
s dlsease; in many cases, it is the relatives who join a group and
in others well-wishers, who want tc provide support. In addition,
1f one looks at the membership of groups over time, it can be seen
that there are varlations in the duration of membershlp, arising ln
part from the duration of the condition itself. With some congl -
ticns, it has been found that people whe had the disease or problem
choose to remaln active in a group, although they are no longer
directly suffering from it. Indeed, such people are often some of
the more active members of groups.

Some evlidence about members’ motivations to joln was also put for-
ward. Those who Jjoin teng to seek information about their condi--
tion, to overcome feelings of uncertainty. Many are simply lonaly,
On being faced with a new disease, people tend to follow thelr

normal coping strategy: if thiz lnvelves ‘talking through the prob-
lem” then they are more likely to Jjoin a self-help group.  GSome
pecple seem to seek out others In a position simliar to their own.
There |s also a question of relative needs for help and the alterna-
tive help avallable. It was noted, however, that understanding Lthe
motivations of those who join provides a necessary but not a
sufficlent explanation of differential participation.

Many ‘obstacles to Jolning’ were noted., First and foremost is lack
of knowledge that a group exists. In addition, however, thersa can
he practical problems in getting to a group, such as transport,
finance or finding a bahysitter, It is obviousz that many of the
condltions for which groups are formed themselves create hindrances
to attendance, for instance, lack of mobility. In adaition, It has
pbeen found that some potential members are dissuaded from invoive -
ment by a spouse or other significant person. People living In
small close-knit communities may fear the loss of their anonymity.
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Problems may alsoc be experienced by people who see themselves as
minorities, whether .in terms of age, sex, ethnic origln or some
other characteristic, and fear they will not feel welcome. Some
people also ltack any cultural norm favourable to a self-help
approach. Incentives to join are likely to be lower where other
primary social networks exist. Some people also simply tack the
time to get Involived.

The issue of differential membership is a complex one. To the
extent that it reflects unequal access to Information about the
existence and benefits of groups, it is a matter for some public
attention. To the extent that It Is a reflection of differing per-
sonalities and tastes, it should be little cause of concern. Ulti-
mately, the workshop particlpants agreed, there is a need to accept
that self-help is not a universal solution and that many people,
with full knowledge and competence, do not choose to become invoived
in groups.

2.9 Support for self-help oroups

The issue of how best to provide support to self-help groups is very
live in many countries. Given the partlcular difficuities which
self-help groups can experlence, combined with differential partici-
pation in them, some support may help groups to keep going and to
acquire new members. It may also serve to equalise access to
groups, for instance among minority populations who may be less
tamiliar with %the existence of a group. A number of different sys-
tems have been tried, both nationally and locally; these include
both specialist (focussed on one particular organisation or problem?
and generalist (open to anyone) systems. The most common form of
the latter is the clearing house or support centre. There is also
growing interest in encouraging local health professionals to take a
lead in this regard.

2.5.1. The role of clearing houses. There has been a substantial
growth in the number of self-help ¢learing houses in Furope over
recent vears, particularly in Germany and in Britain. These can be
hoth national and local. They serve in part as a channel for infor-
mation about the location of self-help groups, responding'to
inguirles from ordinary pecple anxious to find a particular group.
They also serve, however, as a focus for support to seif-help in
their area. They provide practical advice about publicity or pre-
mises and, in some cases, broader kinds of support to leaders or
potential founders of self-help groups. They can be quite helpful
in getting groups off the ground., They can also serve as a stimulus
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to others, such as local professionals, to provide help to groups.
In addition, and not unlmportantly, they provide a symbol of public
interest In gelf-help. :

2.5.11. The role of pational oroansations. The contribution of
national bodles to the support of local groups (often called
‘branches’ or ‘chapters’) was noted, but not heavily explored.
These have an advantage over generallist support systems in having
greater famillarity with the problem around which thelr groups are
formed. Those involved at national level may, indeed, have emerged
from lnvolvement at local level, providing them particular under-
atanding of local needs. Natlonal organisations c¢an also play a key
rote in Influencing the climate of opinion in which local groups
nperate. In scme countries, governments have provided financial
support to national speclalist bodies to assist them in their role,
Some research has shown that specialist community work can play a
key role in increasing participation in groups and the promotion of
new groupg. On the other hand, 1t was found that in some cases the
eentre can get out of touch with and unrepresentative of the local
qroup.

2.5.1i1. The role ‘of professionals . Workshop partlcipants were
generally agreed that the role of professionals in working with
self-help groups is a sensitive one. Group members are often defer-
ential to professlionals, conflicting with the self-help ethos of
egality. At the same time, professionals pften call attention to
their presence in the group, even unintentionally. Some concern wasg
expressed that professionals sometimes try use groups to pursue
their own particular aims.

3 number of speclfic ways In which professionals can help groups
were noted, for lnstance, assistance with grant appllcations and
offering the use of thelr premises. In some cases, it was suggested
that professicnals might concentrate on removing obstacles to parti-
¢cipation (for lInstance, by referring memters), rather than actively
seeking ways of providing help or facilities. Certalnly, Lt was
felt that refercing people to groups was a key lssue; patients
tended to be reluctant even to try out a group if such activity had
to be undertaken ‘behind the doctor’s hack’.

It was agreed that there was a need for the development of skllls In
self-help support, viewed as a particularly specialised form of
community work, for workers in this fleld, One key element here |3
avoiding the creation of dependency. In some cases, this might mean
a ecertain degree of de-qualification; it was suggested that pro-
fessionals would need to see themselves as ‘professional non-
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professionals”’. Health professionals generally could also use some
introduction to and training in self-help. PFor instance, they may
need to learn not to stress the {raditicnal patient reole.. Reverse
role-playing within groups can help professionals see issues from
the patient’s polnt of view as well as vice versa. Some pro-
fessionals had been found to be reluctant to get involved in groups
because they feared thelr own services and capabilities would be
discussed,

Underlying the discussion on support to zmelf-help was a concern that
gelf-help groups be enabled to retaln thelr individuality and dig-
nity. They should have a central rele in choosing if they want help
and of what kind. Their interests will not be best served where
central organisers, even with the best of intentions, seek to make
declsiong on their behalf, Caution should pe exercised by those in
authority that there is not too much regulation or expectation of
regularity. On the other hand, thiz is not a legitimate reason not
to provide any support for self-help.

3. IGSUES FOR FUTURE RESEARCH

There was widespread agreemenf among the workshop participants that
evidence concerning the impact of self-help groups, while growing,
neecs to be extended. Not surprisingly, there was a concern to
generate new data. [t was argue'd that there is a need for studies
focussing on both the paycho-social and medical effects of self-help
qroups on members and the longer-term wider social impact. Thesze
need to have a long time-scale and a broad brush; groups may affect
memberg’ families, their local community, their wider medical system
and, more fundamentally, their culture.

A number of issues concerning the impact of self-help groups were
raised, There is a need to develop more sensitlve research tools to
capture the subjective components at play in this area. While the
retative merits and costs of self-help groups against other methods
of intervention would be exceedingly difficult to assess, there is a
need to beqgln to ask questions about the quality of services pro-
vided by self-help groups. Can [t be stated clearly, as ig expected
in the case of professional services, that they - as a minimum - ‘do
no harm’? Impact studies should be careful in setting criteria for
evaluation., Underlving these questicns is a concern to understand
which groups are served best by gelf-help groups and, conversely,
those for whom groups may be inappropriate.
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There wa3 considerable lnterest in developing research on the impact
of self-help groups on medical professionals and the zerviges they
provide, as well as vice versa. Wnen they become directly linvolved
with groups, do local health professionals pegin to incorporate new
{deas into thelr own provision of care? On the other glide of the
coin, Is there a tendency for them to ‘capture’ groups and use them
for thelr own purposes?

Questions concerning members and the nature of their involvement
were alao seen to deserve further exploration. Who are the jolners
of self-help groups and what proportion do they form of potential
membership? What importance should be placed on differing levels of
. participation? What ares the characteristics of those who do not
take part? A study of people inquiring at ¢learing houses might be
interesting, to discover the numbers and nature of those who join
and become actlve, those who become lnactive members and those who
never Jjoin at all.

Tssues surrounding the econcomi¢ Impact and signiflicance of self-help
groups were also ralsed, viewed ag one part of an economic evaiua-
tion of the lay health care sector. What resources are ¢reated and
affected by the develcpment of self-help groups? On a wider

asocieta) level, some interest was expressed in trying to explain the
phenomenal growth of self-help groups in Europe, America and,

indeed, elsewhere, [t was suggested that comparative studies might
prove useful, drawing out cross-cultural differences with respect to
self-help.

Accempanying the concern to generate more data was a comp lementary
concern for more theory and explanation. This entalls studies which
not only demonstrate outcomes but also begin to analyse the nature
of the conditions whlch give rise to varying effects. To what
extent are differential outcomes the result of political and social
factors intrinsic to a particular environment? Under what cirecum-
stances do self-help groups become successful pressure qroups?

Under what conditions do they have a notable Ilmpact on members’
sense of empowerment and lndependence from the medical profession?
What i3 the impact of different levels of involvement on impact out-
comes? There 15 a sizeable literature on small group behaviour, yet
little attention has been given to its pertinence to the zelf-help
group context. It would be Interesting 1o marry this theoretical
perspective to the partlcular intervention and theapeutic aspects of
self-help groups.

Some researchers were concerned to develop studies which could prove
useful to groups themselves and to ensure the feedback of the
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results to the groups. Guestions of sponsorship might arise here,
although some organisations might wish to support some small-scale
research themselves. What helps groups to become more successful in
achieving their aims? How are the techniques of self-help diffused
between groups or within individual groups? On a more practical
plane, how long should groups continue to meet and how fregquently?
How can new members best be accommodated within an existing group?
What is the role of national organisations with respect to local
groups affiliated to them? On the other hand, concern was expressed
that groups should be viewed as having an independent <{and non-
public) life; researchers should be careful not to be intrusive and
refraln from a tendency to be directive,

4, CONCLUSIONS AND RECCMMENDATIONS
4.1 General remarks

The conclusions of this workshop are not largely new. Most ¢an be
found in one place or ancther within the growing literature about
self-help and chronic disease. Many have been stated or implied in
the recommendations of earlier workshops in this field. The parti-
cular contribution of this workshop is a bringing together of ideas
and issues from studies carried out in many different countries,
crystallising their implications for poliecy and practice. It re-
mains here to spell these out for the Regional Q(ffice for Europe of
the WHO itself and for its individual member states.

Very broadly, the conclusions of the workshop were positive but
cautious. Self-help groups have a great deal to offer their Iindivi-
dual members and can also have a beneficial impact on the wider
society in which they function. They represent an important contri-
bution to the promotion of individual health care and bring to dis-
gussions a refreshing ‘lay’ view of patient care. Seli-help groups
can also be described as ‘efficient’ bodies, inasmuch as they carry
out a number of different functlons at the same time. Their
holistle approach to individuals merits particular attention,
especially among those who have tended to follow a more limited
elinical model. They represent and encourage a wider view of health

as a social idea.

But self-help groups do not function without problems and it would
be inappropriate to place too high expectations upon them. They are
not universally available, in terms either of every disease or of
every country or local area. HNot everyone, in any case, finds them



an appropriate solution to his or her particular needs for care.
They should be viewed as an Iimportant complement to existing systems
of health and social care and in no way a substitute for them.

Their contribution needs to be recognlsed but not exaggerated. In
particular, there remain a number of unanswered questions abouf the
slonificance of self-help, both to those whe belong and to those who
do not,

A number of recommendations were put forward, as decribed below.
These concern, first, the World Health Organization, Regional Qffice
for Furope, and, second, lndividual member states.

4,2 Recommendafiong to the World Health Organization:
Reglonal Qfflce for Europe

The WHO ls currently well attuned to the need for health promotlon,
The contribution of gelf-help aroups to this geoal needs to be recog-
nised and applauded. To a large extent, of course, the WHO i=
already actlve in this area: it provides support for the Interna-
tional Information Centre on Self-help and Health, it has supported
a number of workshops on the subject and has taken note of self-help
in some programmes. But lt could nonetheless do more. It s not a
matter of devising complex new programmes, but of becoming even more
sensitive to the potential role of self-help groups, as one of a
number of non-professional resources, in the delivery nf health
care. The lssues ariging should be geen ln parallel to those raisgedc
by professional medical manpower,

The overriding cesponse of the WHO to the development of self-help
groups should be one of faciljtating and enabling them to flourish
in their respective countries and laocalities. Self-help groups, It
has been found, are indigenous to most countries. But they are
also a local phenomenon, and cannot readily be lmposed from outside.
The potentlal faciltitating role should, however, not be undervalued.
it Is particularly critical at this time because of the dispropor -
tionate attention which has been given to professional elements In
the health care system. There I8 a need to right the balance in
favour of the copsumer of health care.

In addition, there ls an issue of egqujty - or equal 3gceds to
resources. A3 self-help groups have been found to provide members a
valuable source of care and support, and scme have themsejves becoms
channels for some public resources, it is essential that a real
effort ls made to ensure equality between members and potential
nembers. Through promoting attention to groups, encouraging thelr
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development and individual participation in them, -the WHO can and
should pilay a key role in affecting equallty of access tao groups.

The role of the International! Information Centre on Self-Help and
Health in promoting self-help needs no underlining. Its newsletter
iz widely read and its service In providing a network, both for
researchers and for those concerned with policy, is highly valuable,
In addition, itz contribution to the corganisation of workshops on
self-heip, including the present one, 18 important. These all serve
to keep the needs of self-help on an internatlonal agenda.
Continuing support for the Centre should be an essential pari of the
WHO programme for health education and health promotion.

Finally, the workshop participants recommended that the WHO shouid
seek to establish a2 means of calling attention to examplez of good
practice in self-help and seif-help support within individual member
states. The WHO was urged to give some early attentlon to how this
could best be achieved., It would enazble good ideas to be dis-
seminated and lessonz to be learned. The importance of collating
and building on existing knowledge cannot be over-stregsed; it would
be a pity to logse the wisdom which has been developed, often both
expensively and painfully, over time. A WHO-sponsored self-help
advisor, who would keep in touch with developments within the member
states, was one idea put forward toward this end.

4.3 Recommendations to member states

The WHO is requested to bring to the attention of the member states
some additional vecommendations, as follows.

Nationai governments, like the WHO ttself, should give priority to
ways of facilitating and enabling self-help groupzs to flourish.
Again, their role here is inevitably limited by the very local
character of self-help. Yet governments can and should give duye
recognition to the value of self-help for coping with chronic dis-
eagse and this should be retlected in policies and programmes for
self-help support. They should seek ways of strengthening local
communities to mobilise their own resources. lIndeed, this should be
part of a wider look at their capacity to respond to the broad lay
health care sector. Furthermore, the important role played by
national self-help organisations should be acknowledged and
furthered.

The workshop participants cited a number of ways in which national
{and regional and local) governments should seek to affect self-help




groups directly. The establishment of - or provision of flnancial
support to - clearing houses or support centres, for instance, would
prove particularly frultful. In addition, programea should be set
in motion to provide direct funding to self-help groups. Similarly,
programmes should be set up to provide training for professionala on
how to work with groups, as well as for group members themselves.
Greater attention should be given to self-help in the education of
key health professiocnals, particularly general practitioners and
others involved in primary health care. This can help substantially
in developlng an awareness among doctors (and others) of the signi-
ficance of =elf-help, from an early stage in their careers.

Varlous methods of disseminating information about self-help should
also be encouraged, for Instance directories of self-help groups.
Clearing houses often play an important roie in the creatlion and
distribution of such directories. Ways of furthering a ‘networking”
function, identlfying and bringing together pecple with similar
functlons worklng in dliffersnt areas, should be explored. These may
inciude leaders of individual groups, local profeszionals with a
particular interest in self-help or those employed specifically to
‘work with self-help groups. They need to be given opportunitiea to
learn from one another. These and related issues wvere explored in
greater depth In an earller workshop*.

There is algo an important question about the role of self-help
groups in the wider political system. Those responsible for
developing policies should seek to invelve self-nelp groups Iin key
stages of poliey and planning. Where there are committees to con-
sider health lssues or the soclal care of pecple with specific
diseases, for example, representatives of relevant groups should be
invited to take part. There ls, of course, a limit to the number of
groups which can be so invelved, but there is a strong case for some
representation. Groups have accumulated considerable knowledge and
there is a lot which can be learned from them.

Alongside these pogltive recommendations, the workshop participants
were anxious to ensure that self-help did not comeg to be seen as in
any way a substitute for professional care. Any programmes in this
area should respect the unique contribution groups can make, but not
place on groups - or, indeed, on the wider lay health care sector -
gxpectations which they could not fulfilt. PFurthermore, supporting
self-heip should not be seen as a means of saving public axpen-
diture, as groups do not ‘and cannot replace publicly-provided

* 9ae WHO: Euro, ‘Supporting Self-Help’, 22-24 January 1986, Report
ng ICE/PHC 114,
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gservices.

Finally, as indicated above, there is a need for additional research
on self-help. Some governments have already sponsored studies and
such support should be encouraged. PResearch can play an important
function in highiighting the strengths and limitations of groups,
enabling both governmental and other bodies to establish appropriate
bases for support to them. Research also serves to keep the role of
self-help on the public agenda, while confronting the prevalent
rhetoric with some analysiz and understanding,

4.4  Some concluding comments: the future of self-help

These recommendations have been put forward with a firm eye on the

current context. It seemed only sensible to take a hard and prac-

tical lock at the circumstances and needs of existing groups. But

it is also not inappropriate to cast a cautious look into the imme-
diate future. In what ways will self-help groups seem different in
five or ten years’ time?

Crystal ball gazing is a notoriously hazardous activity; flrm
predictions are all too freguently knocked aside by subsequent
unforeseen developments. In the self-help context, it is likely,
however, that in many respects groups will be very much the same
over the next decade or so. New groups will emerge and some
existing groups strengthened. Some groups may also go into decline.
This has always been so. With the growth of clearing houses and
support from professionals, however, the self-help phenomenon is
likely to become more secure.

But there are also new kinds of groups potentially on the horizon.
These are non-disease-specific groups for health promotion. With
growing interest everywhere in extending the role of lay people in
health care, and growing concern to learn about health in its
broadest sense, such groups are likely to flourish., A number
already exist in various countries, focussed on broad patient care
or participation. They hoth refiect and foster an Important
‘halistic’ approach to health. Self-help groups themselves, as they
pegin to talk with one ancther and learn from each other, may help
to spur this development. There are a number of general health
issues likely to be born from coalitions, thriving on the search for
4 COMmMON cause,

The effect of such new groups, combined with those of longer
duration, will merit close attention. They too may have a positive




\mpact on those who take parf, liberating and extending their
ability to promote their own health and that of others. They too
may have an empowering function. Perhaps more significantly, they
may affect broader service provision, reorienting health gervices in
the direction of more general health promotion. They may 3erve to
place health issues firmly in the lap of public policy, removing
them from the more restricted domain of the medical profession.

The concept of a self-help sector, In the final analyzis, 12 a
soclal construet, arising not so much from groups themselves as from
outsiders concerned to analyse their role. The principal concern of
individual groups ls their particular disease or condi tion and those
who suffer from i%t, now or in the future. They are not concerned
with a ‘policy for self-heip’/, but only with policies which affect
themselves as groups or their individual members. It i2 outsiders
who have recognlsed their common working form and their c¢ommon ¢on-
tribution. It has also been left to outsiders, by and large, to
arcue the case for their generic recognition.

In conclusion, the tlme (s now right for & reiteration of baslc
prlnc}ples. The role of the lay persen In coplng with a chronic
disease, and the role of groups of lay people - self-help groups -

in this regard, should be stressed and promoted. A number of
specific ideas have been put forward in this report and they deserve
attention. While the excessive rhetoric associated with self-help
needs to be tempered with caution, it has placed self-help firmly on
the agenda of public discussion and debate. Self-help groups must
now be considered and examined with due care and gonjoined in thea
wider movement for health promotion.
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