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FORUMBody and soul

The problems of chronic illness are complex and require long
term involvement, well beyond the resources of most practices.
An adjunct that may work for some patients is the self-help or
support group. Referring patients to talk regularly with peers
facing the same problems can be a useful therapy, reducing
patients’ sense of isolation and providing a place to share infor-
mation and concerns related to their disease and treatment.

It may be hard to imagine that sending your patients off to
sit in a circle and ‘share’ is going to make much difference in
their blood sugar levels. In addition, at present hard evidence is
scant that such periodic social support actually changes the
course of chronic disease. However, advocates of self-help
argue that support groups make a real difference in patients’
emotional wellbeing, which can be crucial to the kinds of diffi-
cult, long term lifestyle changes required by diseases such as
diabetes, obesity and heart disease.

‘Patient satisfaction does go way up when patients have a 
variety of psychosocial supports added to the normal system of
care’, says Ms Laurel Simmons, the founder of an online support
group for bone marrow transplant recipients like herself. ‘Despite
the absence of evidence from controlled trials, compassion, 
common sense, and self-awareness tell us that many patients 
and caregivers need emotional support to deal with illness.’

With or without the encouragement – or even the knowledge
– of their physicians, Americans have been flocking to self-help
groups in recent years for everything from drug addiction to
the stress of caring for a parent with Alzheimer’s disease. A
1997 survey by Harvard University researchers found that
about 7% of American adults, or 11 million people, had par-
ticipated in a mutual help group in the previous year.

While many patients seek out such groups on their own,
programs that make regular meetings with peers part of the
treatment are becoming more common. Diabetes is a prime
example. Both American Healthways, based in Nashville (for-
merly the Diabetes Treatment Centers of America), and the
well known Joslin Diabetes Center in Boston use professionally
led support groups as an integral part of diabetic care.

When Ms Laura Wingard was diagnosed with type 2 diabetes
soon after her 40th birthday, her doctor referred her to short
term educational classes and invited her to a once-a-month
support group run by the practice, where she could learn how
others were managing their illnesses. The first session made an
indelible impression. ‘There were a couple of veterans there,
people who were diagnosed maybe 10 or 15 years ago, hadn’t
taken care of themselves, and were now facing complications’,
Ms Wingard explains. ‘There was one man who was severely
overweight and had lost the feeling in his feet and his hands.
That’s kind of an eye-opener. It gets your attention.’

Along with learning from others’ experiences, support
groups offer an intangible that cannot be replicated by anything
a doctor can say or prescribe: the sense that the patient is not 
isolated in his or her disease. ‘They help people feel less alone,
more confident’, explains Mr John Zrebiec, a certified diabetes
educator at the Joslin Diabetes Center. ‘They allow for the 
ventilation of feelings, help focus on how to change lifestyle
and provide an arena for problem solving.’

Group styles vary
Women tend to use support groups more than men, but men
can be drawn into support as long as it is structured. The
weight management clinic at George Washington University, a
20-year-old scientifically based program, found that its support
group concept just didn’t work for men, who didn’t like the idea
of an open-ended arrangement involving emotional sharing.
‘It was a disaster, we could never get the men to go’, recalls
Arthur Frank, MD, medical director and founder of the pro-
gram. ‘So one day we said we won’t call it a group anymore,
we’ll call it a class. It was still the same group of people with the
same leader and the same material, but it was approached in a
more structured way and they were very comfortable with it.
After three or four weeks they functioned as a group anyway.’

Professional versus peer leaders
It is also important to differentiate between professionally led
support groups, often sponsored by a treatment centre, and
self-help groups that are run by patients and their peers without
oversight, such as Alcoholics Anonymous. Both types have
their proponents.

Keith Humphreys, PhD, an Assistant Professor of Psych -
iatry at Stanford University, has studied self-help in addiction 
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treatment. He believes self-help without a professional is the
best option for many patients. ‘Patients tend to hang back
more in the presence of a professional’, he says.

Psychologist Dr Dianne Lindewall, who designed the support
group component of the George Washington University weight
management clinic, believes professional involvement can be
crucial for illnesses such as diabetes and obesity that require a
complex set of behavioural and psychological changes over a
lifetime. ‘The difficulty with self-led groups is that…they don’t
understand there are several ways someone can approach the
problem, and this might not be the right way for you’, she says.
If the patient fails in a self-help group, he or she is more likely
to blame him- or herself and have a serious setback.

Research is ongoing
The effectiveness of both types of support groups has been
studied extensively, but researchers looking to set up classic
double-blind studies have been stymied by the difficulty of
quantifying human behaviour. You can assign one group to
get emotional support, but how do you keep the control group
from seeking it out? That is particularly difficult now that sup-
port groups have become so popular.

There was a lot of excitement in the early 1990s about the
potential for support groups to actually improve cancer sur-
vivorship – a Stanford study conducted by David Spiegel, MD,
released in 1989 seemed to show that women undergoing
breast cancer treatment who participated in professionally led
discussion groups survived about 18 months longer than those
who did not. Subsequent studies have failed to replicate those
results, and some hypotheses have been advanced about an
apparent anomaly in the control group. Still, the study created
a flurry of support activities for cancer patients.

Yet most of the findings on peer support are not as dramatic,
and most recent studies have focused on improvements to
patients’ psychological wellbeing. For instance, the University of
California San Francisco psychologist Dr Morton Lieberman,
PhD, reported that widows and widowers who shared their 
grief with peers in regular meetings were less depressed and
functioned better as parents than those who had to handle the
loss on their own. Whether such improvements translate to
better management of disease is less clear.

In a study focusing on the effectiveness of self-help meet-
ings for drug and alcohol abusers, researchers led by Stanford’s
Dr Humphreys followed 2337 veterans through the year after
their discharge from inpatient treatment for substance abuse.
He found that a year later, 84.4% of the men either were still
involved with a self-help group, such as Alcoholics or Narcotics
Anonymous, or were still using the programs’ principles. The
researchers found those who participated in the self-help
groups were less likely to use drugs and alcohol after treatment,
developed richer friendship networks, and reported coping
more effectively with stress.

Other studies have shown that self-help support for former
mental health patients reduced their chances of being hospitalised,
and that men with diabetes who attended education and a peer
support group had better quality of life and less depression.
Also, the diabetic people in the support group had better 
glycaemic control than those who received no intervention.

Web-based support
Meanwhile, the internet has taken off as a new venue for
patients to help one another through the emotional turmoil of
disease. The Joslin Diabetes Center, affiliated with Harvard
Medical School, launched an increasingly successful online
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support chat room in the last year. It has become so popular
that two-thirds of its users are not even patients at Joslin.

Mr Zrebiec, the clinical social worker who moderates the
online discussion, can offer anecdotal evidence that the chat
room is prompting lifestyle change for some of the diabetic
patients who participate. Over the previous several weeks, a
woman had confided to her electronic compatriots that she
could not manage her diabetes because an abusive relationship
with her husband was overwhelming her life. ‘This morning she
announced to the group that she’s leaving him’, Mr Zrebiec
relates. ‘And she said the online support group had really encour-
aged her to do it. That’s quite a dramatic lifestyle change.’

Despite such anecdotes, Mr Zrebiec would like to see
researchers document the improvements in health that online
support can provide. Some work is being done along those
lines with other diseases. A small study sponsored by the Well-
ness Community and investigators at Stanford and the Uni-
versity of California San Francisco is following eight women
with breast cancer in a facilitated online weekly support group
to find out whether it reduces depression, increases survival,
improves coping or lengthens time to recurrence. Other
researchers at Stanford have initiated a larger, two-year study
comparing patients with back pain who get online support
with others who just receive a magazine of their choice.

Outcomes are also being tracked for the Comprehensive
Health Enhancement Support System (CHESS), an online
patient education and support website developed at the 
University of Wisconsin, Madison. Ms Fiona McTavish, project
director for the breast cancer portion of CHESS, says the com-
panionship is improving patients’ quality of life, even if the data
cannot yet show improved medical outcomes. ‘I don’t know if
support groups change the course of the disease, but I can tell
you it’s a much higher quality of life’, says Ms McTavish.

‘They’re living life now, they’re not just waiting to die.’
Online support has some distinct advantages, Ms McTavish

says: it is available any time of night or day, and it can be
anonymous. In fact, most of the use of CHESS occurs between
9 p.m. and early morning, times when the emotional impact of
a serious illness can keep someone awake with worry.

As for anonymity, it has allowed the discussion to go in
directions that might not occur face-to-face. For instance, a
recent topic that created lively discussion was about nipple
reconstruction for women who had had mastectomies. ‘They
discussed all the details, including whether to get it tattooed or
not so it’s the right colour’, McTavish says. Moreover, while
the participants can remain anonymous with code names and
passwords if they like, quite often the members who find out
they live in the same area will set up face-to-face meetings and
shed their cloak of secrecy.

The CHESS program is used by a variety of hospitals
around the country for breast cancer, HIV, heart disease, and
Alzheimer’s caregivers, and is being developed for smoking
cessation, prostate cancer, and asthma.

Self-help is a cost-effective alternative in an increasingly cost
conscious medical world, argues Dr Humphreys. ‘We can’t
afford to assign everybody a social worker or an MD. We need
something that’s very inexpensive for each contact, and that’s
one of the good things about self-help groups. They are essen-
tially free.’

Mr Zrebiec encourages primary care doctors to include
referral to a support or self-help group as part of a treatment
plan. ‘Many patients will not seek out a group without their
family doctor recommending it’, he says. ‘Most people need a
gentle push from their doctor.’ MT
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Reviewer’s comment

Whilst there appears to be no solid clinical trial evidence of the

benefits of support groups, there is certainly good anecdotal

evidence in terms of mutual support and sustained friendship.

Perhaps we need some sound sociological studies rather than

purely biological and epidemiological studies, because quality of

life for many patients is more important than mere survival.

The very existence of dozens of self-help and support groups

in Australia points strongly to a benefit – not only in terms of

information sharing but also in terms of mutual edification.

Dr John W. Dearin FRACGP, DipGer, DipRehabMed, MBioEth

General Practitioner, 

Lithgow, NSW
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