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TERMSOF REFERENCE

The Divison of Aging and Seniors (DAS), Hedth Canada has contracted a report and
recommendations on the use of mutual support/peer support for the prevention, care and
management of chronic physical diseasein older Canadians. Thisandyssisto include the
fallowing:

aliterature review and evauation of mutua support/peer support groups directed
towards the prevention, care and management of chronic physica diseasein
Canada and the United States, and assess their vaue for older Canadians

consultations with experientid sdlf-hel pers and with theoretica experts to assess their
experiences in mutua support/sdf-help with seniors

preparation of recommendations and guidelines for the use of mutua support/peer
support strategies in the prevention, management and care of chronic diseasein
older Canadians.

Hedth Canada wishes to contract thiswork from the Divison of Aging and Seniors. The Sdf-
Help Resource Centre has respongbility for conducting the study in consultation with the gaff
from the Divison and for preparing the final report and recommendations for the Divison.

SCOPE OF THE PROJECT
The assgnment will be limited to the following:
1 Analysisof:

Literature review

Conaultationsin the fidd

The role of the hedlth care providers and volunteers

Common characteristics of successful mutua support/peer support programs

Precautionary measures for working in diverse Stuations

Support structures and agencies necessary to successful programsincluding materials
and other aids

Training and recruitment of both heath care providers and volunteers

Evauation of mutual support/peer support programs

2. Literature Review

The literature review will include descriptions of programs and research undertaken with older
people in both Canada and the U.SA. There will be definitions of terms that are being used
throughout North Americaiin order that we may arrive at some commonly acceptable terms for
our future direction with this and other projects for Hedth Canada and related organizations.
The review will focus on the use of mutual support/peer support strategies in relation to older
individuas with generd issues and/or chronic hedth conditions. It will include definitionsin the
literature, benefits that have been documented including hedth care savings, and some



discussion of ongoing barriers to the use of these strategies in a senior populétion.
3. Consaultationsin the Field

A destription of the agencies and individuds interviewed will include the kinds of experiences
that have been used by the various groups. Nationa organizations with Mutual Support/peer
support programs across the country are being targetted. Aswael, some organizationsin
Ontario with long time experience in mutua support are being included (See Appendix A).
Also hedlth care providers and/or theoretica experts are being interviewed regarding their
experiences and/or research.

4, Role of the Health Care Provider and the Volunteer

A discussion of the respective and complementary roles of the "professond” or hedlth care
provider and the "volunteer” will include aspects of their respongbilities. What experiences
and/or knowledge each of these individuals brings to the relationship will aso be described.

5. Common Characteristics of Successful Mutual Support/Peer Support Programs
The essence of mutua support/sdf-help has often been described as the magic of sdf-hep. An
attempt will be made to capture that magic in defining why it works without destroying the
magic. There are common eements across programs that occur which may lead us to describe
them as essentia to the process.

Cautionary Measures

Barriers, the targetted population and its known use of these strategies will be reported. Also
included are diverse Stuations, urban/rurd, ethnoculturd issues.

Support Structures, Agencies and Resour ces
While many view mutua ad/peer support as "free’ there is the need for support sysemsto the
programs. A description of ongoing human resources and the development of resource manuas
will be included.
Training and Recruitment
Organizations have training programs for their volunteers with common characteristics across
them. The andysswill indlude who isinvolved in the planning, needs assessment, timing and
content. The need for ongoing volunteer development and support will aso be addressed.
Evaluation of Programs
An analysis of the evauation of programs will attempt to capture not only the benefits of the

mutual support/peer support programs, but what eva uative methods may be used successfully
with these strategies. There is a difference of opinion among researchers about the vaidity of



some evauative gpproaches. The use of mutua support/peer support in prevention aswell as
ongoing management and care will aso be addressed.

APPROACH
We intend to meet these objectives by performing the following tasks:
Literature review and evaluation
Consaultations
with organizations across Canada who offer mutua support/peer support to people
with chronic diseases.
with key informants
Review materid accumulated and begin writing report

Conference cal with advisory group (Appendix B)



The Use of Mutual Support/Peer Support/Self-Help Strategies for the
Prevention, Care and Management of Chronic Disease
in Older Canadians

INTRODUCTION

As our population in Canada ages, dternative strategies are being sought to enhance and
maintain the qudity of life of itscitizens. Mutua support/sdf-help and peer support initiatives
are Hf-care srategies which may be consdered as we move to empowering older Canadians
to take charge of their own hedth.

While it has been noted that older adults tend to use sdlf-help groups less than the genera
population (Lieberman 1990), there has been an increase in involvement (Mdlinger and Bolter
in 1983 cite 3.7% of people between 50 and 64 years and 0.9% over 65 years, whilein 1998
Wigter et d noted that 10% of their older adults participated). 1 would suggest these numbers
will continue to increase as our "younger” seniors who have had a positive experience in group
support will continue using this srategy.

Many of the present mutua support/sdf-help initiatives, though not geared specificdly to older
Canadians, certainly have sgnificant percentages of seniors as members.

DEFINITIONS

There are severad terms, which may be used interchangeably in this area of support. | would
like to propose the following usage in this paper.

SHf-care

Care undertaken by individuals themselves. It may be facilitated by education programs,
participation in mutual support/self-help or support groups.

Mutual Support/Self-Help

They are defined as a process of sharing common experiences, Stuations, or problems.
SHf-hdp is participatory in nature and involves getting help, giving help, and learning to help
onesdf, aswell as sharing knowledge and experience. There is no charge to participate,
athough anominal donation to cover expensesis sometimes requested, but not required.
Sdf-help initiatives meet on an ongoing badis, are voluntary in nature, rather than mandatory,
and are open to new members. Self-help initiatives are run by and for the participants. The
primary focus of sdf-help is emotiona support, practical support and informeation exchange.
(Canadian Hedlth Network, 1999
Resource Mapping for Self-Help)

This definition, it will be noted, has changed the term mutua aid to mutuad support which is
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perhaps more descriptive of what happens.
SHf-Help Groups

This category includes traditiona face-to-face groups (open or closed), transitioning groups
(moving from a professionally led educationa/support group modd to a saf-help group),
and Internet/online sdf-help groups.

(Canadian Hedth Network)

Peer Support

This category involves one-on-one contact and support for people who share, or have
shared, a common concern (i.e. telephone support networks, issue specific pen-pa
networks or e-mail exchanges).

(Canadian Hedth Network)

Thereisaneed for clarity in the understanding of these definitions and acceptance of them prior
to program development. For example, recruitment of facilitators for groups will be dependent
on acceptance of the concept that mutua support among those with asimilar disease, life
dtuation or condition is centrd to the group's success. A recommendation regarding definitions
will be made in the concluding section of this report. Aswadll, see Appendix C for achart
outlining the place of mutua support, etc. in relation to socia support and the other determinants
of hedth.

THE ELEMENTS OF MUTUAL SUPPORT/SELF-HELP
Common Characteristics of Programs

The characterigtic which was mentioned by dl groups consulted as well as gppearing in the
literature, was the need for the group facilitator or the telephone buddy to have "been there", i.e.
to have had breast cancer, to be a bereaved parent, or to have a disability. The mutud respect
and sharing, especidly within groups, was facilitated by the equdity of the group members.

Jean-Marie Romeder captures many of the common eementsin "The Sdf-Help Way: Mutua
Support and Health" (1990). He describes sdf-help groups as small, autonomous, open
groups, which meset regularly. Members share common experiences of suffering or dressasa
result of apersond criss- life event, illness. They meet each other asequas. The primary
activities of the group are to share support (mutuad), information and coping Strategies.
Sometimes members dso engage in socid change. Group activities are voluntary and essentidly
free of charge. All of the groups consulted contain many, if not al, of these dements. Some of
the organizations, recognizing their limited resources, request a serious commitment from their
participants to attend their programs. The actua groups seem to have afair degree of
autonomy. Severa of those interviewed stressed that group members "owned" the group and
itslife.

Few of the groups or organizations consulted have mutua support groups “just for seniors’.
Their focus may be a bereavement or disease-specific issue. In fact, these “mixed age’ groups



may in some instances be a better dternative, because they avoid grouping of seniors with other
seniors. In amixed age group there may be more opportunity for integration of seniors with
younger members of the community. There may be benefits accruing to al as aresult.

However, it was recognized that in some Situations because of distance, frailty, etc. or when
face-to-face meetings are not an option (e.g. trangportation problems) one on one telephone
peer support may be more appropriate to the context and other methods of support needed to
be offered. One organization has ingtituted a telephone buddy system between a*“ senior”
bereaved parent volunteer and a senior parent who has experienced the death of an adult son or
daughter. Another organization has their volunteers vist in the homes of people with a
debilitating physica disease.

Support Sructures and Agencies

Many mutua support/self-help groups are being offered to members of the community through
disease-specific organizations or self-help organizations. These "dructures’ provide program
coordination, public awareness of programs, training and support of facilitator/participants, as
well as space and resource to factua, accurate hedlth information. An emphasis on targeting
seniors with outreach programs that emphasize sdf- help approaches may be appropriate with
some organizations. Providing these organizations and thelr clients with literature and
workshops on how to form self-help groups may be needed so that sdf-help can be viewed as
one approach that may be of use.

In the mgor communities there are a so free-ganding SAf-Help Resource Centres whose
primary purpose is to nurture mutua support/self-hdp initiatives in their communities (e.g.
Halifax, Toronto, Vancouver). Aswell, some provinces have salf-help networksto assst in the
development of loca sdlf-help centres (British Columbia, Manitoba, New Brunswick, Nova
Scotia, Ontario and Saskatchewan).

Materials and Other Aids

Severd of the organizations contacted have developed manuas for the use of their volunteers.
One such publication is " The Sharing Network: A Handbook on Self-Help Programs for
People with Multiple Sclerosis and Their Families’, revised in 1997, published by the Multiple
Sclerosis Society of Canada.

The Sdf-Help Resource Centre of Greater Toronto produced a video and booklet entitled
"Getting Started and Making it Work™ in 1997. It describes how to initiate a self-help group
and keep it going. The Sdlf-Help Resource Centres across the country act as clearinghouses
for information about initiatives in their own communities, aswdl as providing journd articles
and other resources. Their purposeisto help individuas and organizations develop sef-help.
The Ontario Sdf-Help Network has developed "Making Sdf-Hep/Mutua Support Work: The
Resource Kit" which is available to anyone interested in developing programs.

Precautionary Measures, Barriers

It is disgppointing to report that a mgjor barrier to the use of mutua support/self-help programs



in communities across the country is the lack of referrds from hedth care providers. Thiswas
reported, not only in the literature (Goittlieb 2000) but in some of the consultations. Some of the
organizations do have public and professiona awareness programs, but were discouraged that
these initiatives did not increase the referra of older Canadians to their programs. It would
seem amore concerted effort is needed to place socia support as one of the coping or hedth
mai ntenance strategies and indeed a complementary strategy to that of health care providers
working with seniors and people with chronic diseases.

Thelogidtical barriers of working with individuals who may have mohility redtrictions, the diverse
ethno-culturd nature of many of our communities, especidly the larger urban centres, have long
been recognized as barriers. Some success has been demonstrated by the use of telephone
support groups (Stewart, Lavoie and Rootman 1998) and aso demonstrated by the West
Idand Advocacy Centre and Cancer Connection. More eva uative research is needed to prove
itsefficacy. There are "pockets’ of mutua support/saf-hep groups within some of our ethno-
gpecific communities; these need to be explored and replicated if effective.

Another barrier stated in the literature is the preference of older Canadians for professond as
opposed to peer assistance (Maone 1999). This may be changing as witness participants
preference for afacilitator with the same condition, i.e. chronic disease in the Self-Management
Program of Vancouver Richmond (persond discussion with Patrick McGowan).

Other program coordinators aso found that when programs were facilitated by people with not
only the same Situation/condition, but who could role-mode a sense of coping with the disease
(breast cancer) or surviving life-style changes (diabetes diagnos's), participants were more likely
to continue ther involvement.

Lack of information about mutua support/sdf-help in generd and its relevance to older
Canadians continues to be identified as amgor barrier. More effort by mutua support
organizations, Self-Help Resource Centres, professional associations to endorse and support
the efficacy of mutua support/self-help needs to be encouraged for older Canadians with
chronic diseases. The complementary role of mutual support strategies needs to be stressed.

More attention may need to be given to "matching” participants. Some of the organizations pay
particular attention to matching members of groups - on the "criss or condition”, the age
(young-old, old-old), on gender, ethno-cultural background, etc. Some of those consulted
suggested that age was not as important as the “condition”. 1t has been observed that older
Canadians like more structure in a group, clearer guidelines than some mutua support groups
may offer. Also “younger” seniors participate more than “older” seniors. It has been suggested
that thisis afunction of mohility.

Training and Recruitment of VVolunteers

Mogt of the organizations consulted recruited their participant/facilitetors from their own
programs. The only exception will be at the beginning of a new program when others may be
used. However, dl groups stated clearly that their god was to use participant/facilitators. All of
the groups used two facilitators per group for support, continuity and the "modelling” of two
different responses to the same situaion.



Training programs ranged from "along weekend", to four evening sessions, to afull four day
program. Content would include information about the sponsoring organization and dl its
activities, perhaps materia on group dynamics, some skills training (non-judgmental exercises,
empowering others, asssting/dlowing others to make own decisons. In the disease-ecific
organizations and bereavement organizations, the participant facilitators aso were given factud,
relevant and accurate information about the condition or disease. Where seniors are targeted,
more flexibility in attendance, more options in program ddivery may need to be consdered.

Many of the organizations had regular updates or refreshers for their participant/

facilitators The content for these sessions were planned from needs identified by the
participants. These sessons may take place in an evening, or afull day may be devoted to
them, often on the weekend! Older Canadians participate in these sessons along with their
younger counterparts.

LITERATURE REVIEW

An extensve and thorough literature has been prepared separate from this report. It isfocussed
on mgor research findings of the past twenty-five years asit relates to sdf-hep/mutua support
for seniorsin the U.S.A. and Canada.

A few highlights will be noted here:
Benefits

Increased access to socia support and hedlth information

More opportunities for problem-solving

Lessdienation and isolation

Improved sdf-esteem, skill-building and participation in sef-care activities

Ontline participation decreases geographical, physical or other barriers to participation

Greater and more immediate access to accurate hedth information database, dthough we
need to know what is accurate

Fogtering of sdf-advocacy

These benefits would increase the independence, self-care and leadership skills of seniors who
participated.

Health Care Savings

Severd studies cite the hedlth care savings costs as well as transforming passive patients
into "respons ble hedlth care providers' (Ferguson and Madara 2000). In Canada,
Morrongiello and Gottlieb (2000) note that investing in self-care programs have found
first year savingsin the range of $2.50 for every dollar spent. However, it is noted by
researchers, practitioners and participants that these initiatives complement rather than
replace other types of care. They may reduce the amount of care needed from more
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costly sources. These are Sgnificant benefits to seniors where they are empowered to
look after their own hedlth, rather than being passive recipients.

Evaluation and Research

While much of the effectiveness of sdf-help/mutua support is described in anecdotal
terms, there have been some studies where research methodol ogy has been employed.
More discussion regarding barriers to research will be addressed in alater section.
However, in our literature review there are some studies where participants in self-help
groups have been compared to those not in groups with definite differencesin behaviour
outcomes.

Lund and Casserta (1993) - recently bereaved adults aged 50 and older, who
participated in saf-help groups experienced less depression and grief when compared
to those who did not participate, if their initia levels of interpersona and coping skills
werelow. Marmar et d (cited in Kyruz and Humphreys 1998) randomly assigned
bereaved women to either professond psychotherapy or self-help groups. These
women had sought treatment for grief after the death of a spouse. Using a number of
tests, the researchers found that salf-help groups worked just as well as the therapy
ones.

Lorig et d (1999) recruited 900 older adults with heart disease, lung disease, stroke or
atthritis. The "treatment” subjects participated in asix month program of hedlth
information, mutud support and self-care, taught by trained "lay” leaders (older adults
with the same conditions). Compared to a control group, program participants
demondtrated improvements in weekly minutes of exercise, cognitive symptom
management, communication with physcians, sdf-reported health and areduction in
fatigue, disability and perceived activity limitations. They aso experienced fewer
hospitalizations and days in the hospital.

Two studies on seniors with digbetes (Wilson & Pratt 1987 and Gilden et d 1992)
demongtrated that those people who had participated in self-help support groups
showed positive behaviour changes when compared to control or education only
groups. Behaviour changes included significant weight loss, glycemic control, less
depression, and better diabetes knowledge and qudity of life.

While these studies are encouraging, much remainsto be done. Other issues addressed in the
literature review will be discussed in the appropriate sections.

PROGRAMSFOR OLDER CANADIANS

Mutua support/self-help groups are found meeting needs in avariety of Stuations. The range of
subjects covers the range of the human condition. Perhaps the best known is Alcoholics
Anonymous but in the "Guide to Sdf-Hdp/Mutud Support Initiatives' which The Sdf-Help
Resource of Greater Toronto published in 1999, there are over 320 salf-help
groups/organizations listed.  Some disease- Specific organizations such as the Canadian Diabetes
Association, the Multiple Sclerosis Society of Canada and the Canadian Cancer Society offer
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"Hdf-help programs’ as one of their support services. Some organizations and self-help groups
such as Bereaved Families of Ontario and the Osteoporosis Society of Canada, view the sdlf-
help programs as an integrated part of their services. The latter organizations involve "self-
helpers' in al aspects of the organization' programs from board of director membership to
program planning and delivery of the salf-help groups.

There may not be specific agencies for older Canadians, but by virtue of the disease entity e.g.
people with diabetes or heart disease or parents whose adult children have adisability or have
died, support groups may be tailored to the needs of seniors. Thisis especidly truein Stuations
where participants are "matched” - by age, disease entity, or life Stuation.

Then there are organizations tailored to the older generation such as the Older Women's
Network whose two-fold purpose is to focus on the specific needs of older women and to
provide solidarity and support to them. There are large nationd organizations such asthe
Canadian Cancer Society which provide province wide telephone support in Ontario through
their Cancer Connection telephone line and 450 volunteers. Thereisdso a"Reach to
Recovery" group in Dartmouth that provides one-on-one visiting support as well as telephone
support to women newly diagnosed with breast cancer.

Programs have certain commonadlties, but aso some adgptation to needs of individuaswithin
groups. Some groups et their own dtructure, others are set by the sponsoring organi zation.

I Group Support
(i)  Ongoing Weekly Groups

"Open Up Y our Heart" is an ongoing group based on the Dean Ornish program, which
meets weekly for three hours. The program is based on aresearch program of Dr.
Dean Ornish, acardiologist. Thefirst hour may address a lifestyle issue facilitated by
the group leader and perhaps an educational spesker. The second hour is devoted to a
stress-reducing activity such as yoga, and the third hour to a“fedings' discusson or
emotiond disclosure. There are usudly 8-12 members per group, thisis consdered an
optima sze; when the group increases the members split into two groups. All of the
decision-making, beyond following the program dructure, remains with the group
members.

i)  TimeLimited

Severd organizations offer time-limited groups which means everyone starts together
and is committed to staying with the group for the life of the group. The groups may
meet weekly for 12 weeks (Bereaved Families of Ontario) or monthly from September
until June (Canadian Diabetes Association). The facilitators are usudly people who
have the same disease or life crigs or event as the group members and have a
knowledge base of the disease or situation. Though much education takes place in the
groups, group members "own the discusson’.
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One-on-one Support
The Canadian Cancer Society described two different types of one-on-one support:

Reach to Recovery Program of Dartmouth, Nova Scotia. WWomen who have been cancer-
free for one year will initidly vist, in their homes, women who have been newly
diagnosed with breast cancer. Follow up may include one more home visit and then
telephone support.

Cancer Connection in Ontario offers telephone support throughout the province using 450
volunteers who are recruited through word of mouth. Staff members (3) do theinitid
telephone intake.

The West Idand Advocacy Centre in Pointe Claire, Quebec has been offering home support to
the handicapped, seniors and the disadvantaged for a considerable period. They offer
advocacy as well as support on a one-to-one bassin the home and on the telephone. While
many of the volunteers are not salf-hel pers, some are, e.g. handicapped persons may converse
by phone with other handicapped persons

(iv) New Programs

The Ontario arm of the Osteoporosis Society of Canada is developing self-help "chapters’
across the province. The Manager of Chapter Devel opment gathers names of individuas from
various communities who are interested in developing self-help groupslocaly. A 1-800
telephone line and other sources are used to facilitate this function. When there are sufficient
names from one community, alocad sdf-help initiativesis encouraged. The Manager nurtures
chapter development and has used the resources of the Ontario Self-Help Network to
complement her efforts. In dl aspects of the work of this organization, people with
osteoporosis are partners. It is part of the organizationa philosophy.

In the Vancouver- Richmond Health Region, Patrick McGowan of the Indtitute of Hedth
Promotion and Research a the University of British Columbialis directing a Sdf-Management
Program for Seniors with a chronic disease. Its god isto promote sdf-care in the population.
The program is modelled on one developed by Lorig et a (1999) and was introduced to
Vancouver-Richmond in April 2000. It isa structured, six-week program, facilitated by two
volunteers, one of whom is a person with a chronic disease.

[The godl isto eventudly to have both facilitators as members of the seniors cohort when they
have completed the program themselves]. While it istrue there is more sructure to this
program than some of the more informa sdf-help groups, there are dements of self-help and a
recognition of the modd ling and empathetic role of the facilitators who themsdlves have a
chronic disease. Thereis an evaluation component to this project. Using a pre-test, post-test
design outcome measures [quantitative study] are being evauated. The one year study will be
finished at the end of March 2001.

The Arthritis Society of British Columbia and the Y ukon has just initiated an Internet-based

train-the-trainer program for salf-management of arthritis. The program is being offered viathe
Internet to identified leaders in their own communities. They in turn will share this program with
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others with arthritisin their own communities, again viathe Internet. Individuas who are
“housebound” or living in rurd or isolated communities will be able to participate. Computers
are being accessed through churches, libraries and community centers; individuas do not need
to own a persona one a thistime.

As can be observed from these descriptions, there are myriad gpproaches and designs to sdif-
help/mutual support programs. As programs devel op across the country, they reflect the
diverse nature of our needs, our responses to them and the resources available. Thereis
richness in this gpproach as no one method will ever meet the needs of our diverse population.
However, there was consensus amongst the individuas with whom | consulted that an
educationdly-focussed gpproach, using mutua support/self-help drategies, would be effective in
addressing the hedlth needs of seniors with chronic diseasein Canada.  Some suggested a
“wellness’ gpproach, with an emphass on hedthy life-styles, may be more positive than
focussing on changes needed to avoid or reduce the effects of chronic disease.

THE COMPLEMENTARY ROLESOF THE HEALTH CARE PROVIDER AND
THE PARTICIPANT/FACILITATOR

While there is recognition that there are support groups in the community, which are facilitated
by hedlth care providers, this paper addresses those facilitated by lay people. In dl of the
groups contacted, there was some relationship with hedth care providers. Some groups were
initiated as an educationa session with health professonds as speakers and then these groups
evolved into mutua support/sdf-hdp initiatives with leadership emerging from the group. These
"leaders’ were then given additiond training.

Most of the organizations contacted view the role of the hedlth care provider as complementary
to therole of the sdf-helper. The hedth care provider assgtsin the training of the latter, acts as
a supporter or back up (not to group leadership, but as someone who may help problem-solve
outsde of the group). As one consultant stated "The professond'sroleis a the back of the
room, not at the front of the group.” Expertsin variousfidds (e.g. financid expert) may be
brought into a group to dedl with a specificissue. Their Say may be one meeting, severd
meetings, but it would definitdy be short term!

Many groups have specific “rules’ regarding what happensin their groups. For example, there
will be no doctor bashing and individuals medica conditions will not be discussed and
“treated”.

MUTUAL SUPPORT/SELF-HELP IN THE PREVENTION, CARE AND
MANAGEMENT OF CHRONIC DISEASE IN OLDER CANADIANS

It would seem the time has come for Mutua Support/Sdf-Help. Canadians are living longer
with chronic disease, but, at atime when the officid hedth care system is being stretched to its
limits, there isacommunity resource, which may be tapped. Ferguson and Madara (2000)
have noted that many self-help groups transform passive patients into “respongble hedth care
providers’, cgpable of partnering with health professionals in education, research, service
delivery and evauation and becoming resources rather than “drains’ of the syssem. Therewas
consensus among the individua's consulted that secondary prevention, management and care of
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older Canadians could be achieved using mutua support/sdlf-help approaches. Therewaslittle
consensus regarding its use for primary prevention.

The participant/facilitator in an “Open Up Y our Heart” Program did note, however, that he
believed primary prevention programs could be offered to families, friends and co-workers of
people newly diagnosed with heart disease, epecially those who had had a heart attack. 1t was
his observation that his family and colleagues were “open” to behaviour changes after he had
experienced a heart attack.

Observetions included the following:

People come together in amutua support milieu because they share a common concern/criss.
Staying hedthy would not congtitute a common concern.

Most older Canadians probably have at least one chronic disease, so why focus on primary
prevention anyway?

It was generally agreed across most groups and organizations that what was achieved in their
programs was indeed secondary prevention. Further deterioration of conditions/diseases was
arested, participants quality of life was improved and there was less depression. Individuas
fed morein control of their lives and can make independent decisons. Thisisa primary
purpose of mutua support/sdf-help, not just a by-product.

The older Canadian of 2001 is not the older Canadian of 1990. It was acknowledged by
discussants that especidly the “younger” older Canadians have had group experiences, which
help them to be comfortable in groups. They aso come to these Stuations with more leadership
and group sKills.

It was also acknowledged that there should be more experimentation and evauation of
strategies that do not necessarily involve the traditiona face-to-face gpproach. Groups using
telephone support on a one-to-one bads are enthusiagtic about its possibilities and would
recommend it to othersto explore. Such barriers as geographic distance, mobility and lack of
confidence with a group structure could be addressed with this format.

It has been reported by Statistics Canada and others that older Canadians are “ getting on the
Internet” at arate fagter than dl other populations. The use of on-line mutud support/self-hep
groups is an important recent development in providing support to hundreds of thousands of
people with avariety of concerns, including many who have disahilities (Finn 1999). Ontline
support networks could be sponsored by exigting organizations. Information is now avalable to
assg with rules, confidentidity, etc. Sdf-Help Resource Centres are gaining expertise to assst
organizations with the development of this option.

Though at least one recent Canadian study (Wister et a 1998) reported that 10% of older
adultsin B.C. had belonged to a sdf-hep group in the previous twelve month period and that
thisis an increase from previous studies, there is obvioudy room for a further increase. We do
not know which older Canadians benefit most from mutua support strategies. What
characterigtics will take them to this type of support, what will “make them stay”, and how will it
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benefit their qudity of life. These are dl sgnificant questions, which should be addressed in
future programming and research (to the extent that research is a component of any

programming).

Lieberman (1990) observed that the recruitment of older adults is more successful when it
capitaizes on exiging tiesto trusted and credible voluntary associations or contacts with
community gatekeepers. Certainly the disease pecific associations sponsoring much of the
present mutua support initiatives would fdl into this category. What is the role of organizations
such as Canadian Pensioners Concerned, Canadian Association for the 50+, Older Women's
Network and community seniors organizations? Cresating partnerships among chronic disease
organizations, older Canadian organizations and Sdlf-Help Resource Centres for a concerted
effort to combat the growing epidemic of chronic disease in older Canadiansis a Strategy we
must employ. Hedth Canada will need to coordinate a Nationa Action Plan.

RECOMMENDATIONSAND GUIDELINESFOR THE DEVELOPMENT AND
USE OF MUTUAL SUPPORT/SELF-HELP GROUPS AND OTHER STRATEGIES

Mutua support/salf-help is a complementary strategy to that provided by other parts of the
hedlth care system. Itsrole as alegitimate, effective option has been recognized since the time
of the Laonde report of the 1970's. As ameans to empower individuas and encourage
responsibility for one s own hedth it iswithout peer. Rather than being passive recipients of
hedlth care, older Canadians need and want to be responsible partners.

From both the literature review and the consultations across Canaeda, educationa programs,
many targeted to older Canadians, are already happening. Some of the educationd programs
are wellness centred, some are geared to specific chronic diseases or life crises. Seniors
participate in some age- specific groups, but often with people of other ages.

Two approaches would seem to be indicated. One, atop down approach that originates with
chronic disease organizations and targets their clients. The second would be a bottom up
gpproach that targets individuas and groups of seniors. In the top down approach, after atime-
limited educationd program on achronic physical disease, we would encourage the
development of amutual support/saf-help group, which would not be time-limited. Naturd
leaders would emerge from the group and could be nurtured by the trained facilitators

(Appendix D).

This ongoing group would act as a catdyst for supporting and sustaining lifestyle changes which
had been suggested in the educationd program. (See Appendix D for atrangitioning focus).

In the bottom up approach, the focus could be on initiating and sustaining the setting up of
mutual support/self-help groups targeted at seniors. The focus could be on individua seniors
who may wish to set up a group independent of a disease associated group. Outreach could be
focused on community centers, shopping malls, churches, seniors groups, libraries, casnos and
other places where seniors might be found.

The Sdf-Help Resource Centre of Greater Toronto distributes “How to Start and Maintain a
Sdf-Help Group”. Itisincluded as Appendix E with full permisson. Each province has mutua
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support/self-hel p resource centers whose mandates are to promote and sustain salf-hdp in their
communities. Some have web sites (such as www.selfhdp.on.ca for the Ontario Resource).
All could be involved in the above mentioned two pronged approach. A coordinated focus on
promoting mutua support/self-help with seniors' groups across Canada could be the stimulus
for seniorsto set up thelir own mutua support/saf-help groups related to hedlth or other issues
of importance to their wellbeing. Partnerships with seniors' organizations interested in a bottom
up approach would be idedl.

Particular issues which will need to be consdered for older persons include:

0] Accesshility

Should programs be taken to where older Canadians are? Seniors residences, day
centers, areas where older people congregate. Mall walks are becoming increasingly
popular in many of our cities and towns. Could other programming be entertained there?

For the lonely, the isolated, or the housebound individud, a buddy system may be the
effective srategy. Older persons with asimilar Stuation/disease could have contact on a
regular basis by phone or vigting in the home. Inrura areasthis strategy may aso be
effective. The Internet is now being considered as another point of access as older
Canadians become more comfortable with the technology.

(i) Hexibility of Programming

Many non-profit organizations who sponsor mutud support/sdf-help groups have firm
attendance requirements, especidly those with time-limited programs. Support groups for
older persons may need to be of the “drop in” variety. Frailty, illness, physician
gppointments may prohibit regular attendance.

Aswadl, someindividuas may do better in a group setting while others benefit more from
one-on-one Stuations (peer support). Because mutua support/self-hdp isavoluntary
srategy older Canadians, where feasible, should be given a choice to be part of a group or
meet individudly in their homes, community centers, or resdences. The choice should be
the individua’ s where resources are available.

(iii) Ethnicity

Many communities across Canada have ethnospecific culturd centers, ethnospecific
community centres and ethnospecific residences for older persons. These could be
consdered as potentia Sites for accessing older persons whose native language is not
French or English. Not only could these be Sites for educational programs, but aso sources
of volunteers with facility in languages other than English or French. In the pagt, some ethnic
groups vaued professond hedth care more, but observations by those consulted, say thisis

changing.

(v)  TheWorkplace

Many older persons are till in the workforce. As atitudes to mandatory retirement at 65
years continue to change, the workplace will be a sgnificant place to offer educationd
programs and trangitioning mutual support/sdlf-help groups.
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v) Content of Programs

In mutua support/sdf-help programs, the group members determine their needs, whether
educationd, informationa or supportive. Hedth care providers or non-profit disease-
gpecific organizations may facilitate access to rdevant, accurate and current information
regarding the chronic disease.

Some of those consulted suggested the focus be on awellness program sressing lifestyle

behaviour change such as nutrition, activities, exercise, postive attitudes to feding hedthy,
rather than being disease-specific. This position has merit and is the focus of the program
described earlier in Vancouver-Richmond, B.C.

(M)  Who benefits from Mutud Support/Self-Help?

It must be recognized that not dl older Canadians will seek mutuad support whether in their
community, or in their homes or on the web. It has been Stated earlier that a recent sudy
(1999) indicated 10% of older persons participated in mutual support programs. Thisisan
increase from earlier times. Also, as our population continues to age, those who have used
group support successfully at ayounger age seek it again.

However, opportunities should continue to be sought to collaborate with those hedlth care
providers identified as believing in the value of mutual support/sdf-help. Opportunities
should be sought to present program information at professona conferences, to
undergraduate students. Collaboration with the professiona associations at locd levels may
be an especidly rewarding source of referrds. This contact may aso provide hedth care
providers to give educationd training sessonsto lay volunteers.

RECOMMENDATIONSREGARDING THE PLACE OF MUTUAL
SUPPORT/SELF-HELP IN THE HEALTH DELIVERY SYSTEM

1

Consensus must be achieved on the definitions used within the Mutual Support/Self-
Help Strategy. We recommend the definitions put forth by the Canadian Hedlth
Network in 1999 in their publication ” Resource Mapping for Sdf-Help.

Lack of information regarding existing resources is evident. It is recommended that the
Canadian Hedlth Network develop a Mutual Support/Self-Help Directory listing the
resources across Canada and that they work with provincia self-help resource centres
to keep thislist updated.

It is recommended that a codition of older Canadian organizations and mutud
support/self-hel p organizations be convened under the sponsorship of Hedth Canadato
develop an action plan for the development of programming to maintain/improve the
qudlity of life for older Canadians. The purpose of the plan will be to inform and direct
government policy in developing aframework and guiddines to minimize the affects of
chronic physical disease in older Canadians. Best practices of exigting programs would
be shared, dong with learning tools. Since most of the disease- gpecific organizations
are nationd organizations, as are the Seniors organizations, discusson will need to
determine whether anationa forum or regiona forums may be more effective.
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4, Hedlth care providers are important to the referral process for Socia Support
drategies. It isrecommended that Hedlth Canada, with the assstance of Mutua
Support/Self-Helpers, meet with the Nationd bodies of the various hedlth professond
groups or with the Canadian body representing the Universities and Colleges, which
prepare the hedlth professonas. The purpose of this meeting would be to request
curriculum input regarding the role of Mutua Support/Sdf-Hep within our socid
support system.

It is strongly recommended that as part of undergraduate experiences, dl hedth
professonas be required to experience a practicum in an organization which sponsors a
mutua support/sdf-help program.

5. Gottlieb (2000) calls for more research on the personal and network characteristics of
those who benefit most and least from mutua support/self-help.
He as0 suggests assessment of prolonged group exposure for those coping with
diseases/conditions such as diabetes and cancer. It isrecommended that such research
be indtituted and part of any study contemplated in the near future.

6. The find recommendation is grictly afinancid one. Mutuad support/sdf-hdp
may be cost-effective, but it is not free. Agencies and organizations need to have some
funding to provide the infrastructure i.e. the mutua support/self-help resources
necessary to nurture these programs.

It isimportant that community partners come together to articulate to funding sources
(al levels of government and other funders) that, while cost- effective, supporting and
promoting the development of mutua support/self-hep is not without some financid
cost.

Submitted by Margaret McGovern
Sdf-Help Resource Centre of Greater Toronto
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APPENDIX A
Conaultations

Individuals (Experts)
Thomasina Borkman, Author or "Understanding Sdf-Help/Mutua Support by e-mail

Jayne Butler, Presdent of the Board of Directors, Sdlf-Help Resource Centre of Greater
Toronto

Randi Fine, former Executive Director of The Sdlf-Help Resource Centre of Greater Toronto

Petrick McGowan, Ingtitute of Hedlth Promotion Research, University of British Columbia

Bonnie Pape, Director of Programs and Research, Canadian Menta Hedlth Association,
Nationa Office

Organizations and Mutual Support/Self-Help Groups

Arthritis Society of B.C. & Yukon,
Jennifer Scrubb, Coordinator, Hedth Education, Vancouver, B.C.

Bereaved Families of Ontario
Gloria Murrant, Executive Director, Toronto

Canadian Cancer Society
Cancer Connection, Asha Croggan, Program Manager, Hamilton, Ontario

Reach to Recovery Program, Sylvia Glenny, Dartmouth, Nova Scotia

Canadian Diabetes Association
John McGroat and April McCann, Kingston, Ontario
Chris Fitzgerald, Public Education and Service Coordinator; Ottawa, Ontario
Diane Alvarito, Public Education and Service Coordinator; Kim Carson, VVolunteer
Coordinator; Charlene Magee, Information Officer, Toronto, Ontario

Multiple Scleross Society of Canada
Lynn Laccohee, Manager of Services

Older Women's Network,
BealLevis

Open Up Your Heart
Tom O'Hara, Toronto, Facilitator

Osteoporosis Society of Canada
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Sue Berlove, Manager of Chapter Development

Vancouver-Richmond Hedlth Region Project
Barbara Henn-Pander, Coordinator, VV ancouver, B.C.

West Idand Advocacy Centre
Mary Claire Tanguay, Executive Director, Point Claire, P.Q.
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APPENDIX B

Advisory Group
Barbara Black, President, Canadian Pensioners Concerned
Margaret Morris, Volunteer Coordinator, Toronto Intergenerational Partnership
Roya Rabbani, Executive Director, Sdlf-Help Resource Centre of Greater Toronto
Irv Rootman, Director, Centre for Hedlth Promotion, University of Toronto
Wayne Sigen, Family Caregiver
Al Strong, Program Coordinator, The Wellness Network, Kitchener, Ontario

Sharon Zeiler, Senior Manager, Canadian Diabetes Association
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