PROPOSED GUIDELINES TO BE USED IN FORMING NEW GROUPS


1. OSTOMY GROUPS/ASSOCIATIONS

MAY BE INITIATED BY:

I. SURGEONS

Many surgeons are concerned for the future

welfare of their patients after performing

stoma surgery. They know the value of

mutual support.

II. NURSES/ETS AND OTHER HEALTH

CARE PROFESSIONALS

Health care professionals – Nurses/ETs,

Social Workers etc. often start groups for

their own patients which could be

expanded.

III. OSTOMY PATIENTS

It only needs a few interested and

determined ostomates to start a small

support group.

IV. OSTOMY PRODUCT SUPPLIERS,

PHARMACIES

Ostomy product suppliers can provide

encouragement to their clients and

facilitate the organization of a support

group.

V. CANCER SOCIETIES AND OTHER

ALLIED ORGANIZATIONS

In conjunction with their cancer and

IBD programs, Cancer and Crohn’s/

Colitis associations can provide the

impetus to organize ostomy support

groups.

VI. COMBINATION OF I, II, III, IV, V

It is import for groups I, II, III, IV, V

to combine their efforts. This will lead

to a more effective and successful

association.

3. HOW TO START A

LOCAL/REGIONAL GROUP


The first step to take is to make contact with as

many ostomates as possible. Surgeons,

Healthcare Workers and local Doctors could be

asked to mail a letter of introduction and

invitation to a meeting to each of their ostomy

patients. Do not ask for names in advance, as it

would be unethical to reveal them.

Likewise, product suppliers can be asked to

include a “flier” with product orders.

This letter of introduction, or flier, should set out

the purpose of the meeting. It is beneficial to

include a reply slip giving those unable to attend

the meeting an opportunity to be kept informed of

future developments.

Notices of the meeting could be distributed by:

Appropriate surgeons and other

medical professionals.

The cancer society

Medical suppliers

Pharmacies

Social service departments in

hospitals

Social service agencies

Discharge Planners

Nursing Associations

Religious leaders

Newspapers and radio stations

4.THE FIRST MEETING

A. The place should be centrally located.

Among the possibilities of places in

which to find a meeting room are:

Hospitals or medical professional facilities

Cancer society offices

Health centers

Businesses which have special meeting rooms

Churches and synagogues

B. The date, a weekday evening or

Saturday/Sunday afternoon, should be

selected far enough in advance to allow

enough time to publicize it.

C. The agenda for the meeting could include:

An explanation of the purpose of having

an ostomy group

An indication of interest in having such a

group

An indication of the expectations of those

present

Formation of a leadership committee

Scheduling the next meeting; this will be

in response to the general preference of a[image: image1.png]



2. THE ROLE OF THE GROUP/


ASSOCIATION





Before contact is made with potential members, it


is essential to identify a clearly defined goal. This


may vary from country to country but the main


goal is almost always “To reach as many people


with ostomies and persons with continent


procedures as possible and to aid in their complete


rehabilitation.” This goal can be achieved by:


A. encouraging them to resume their


everyday activities as soon as it is


physically possible, thereby helping them


regain confidence and self esteem;


B. proving to the medical profession that


they can resume their pre-surgery lifestyle


to help avoid any misconceptions about


their general well-being;


C. educating the general public as to the


employability, social acceptability and


general well-being of the person with an


ostomy and the person with a continent


procedure;


D. serving as an advocate with the


government in matters of discrimination


and provision of affordable, good quality


ostomy appliances.


The means to meet the above can include:


a. visiting program


b. regular meetings, social activities,


weekend trips


c. newsletters/brochures/information


leaflets


d. educational programs for


people with ostomies


people with continent procedures


family members and friends


medical and nursing professions,


and the community


e. display of necessary medical


equipment and supplies


f. affiliation to a national ostomy


association.


It may take several years to achieve


the desired aims





meeting time and place Light refreshments provide an informal atmosphere after the meeting; this is an


appropriate time for people to share personal experiences.





5. NATIONAL ASSOCIATION


Once established, a group may feel confident in


expanding their activities into other regions of the


country. This is best done through contact with


ostomy professionals. Once two or three groups


are formed in other main cities, they can become


the nucleus of a national association and qualify


for membership of the International Ostomy


Association (IOA). The national association


could be founded in combination with a national


ostomy workshop/congress.


In developing countries it is quite usual for a


group of ostomates, led by a professional, to be


accepted as an Associate Member of IOA. This is


acceptable once it has been demonstrated that


membership of the ostomy association is open to


any ostomate in that country.


The IOA welcomes inquiries from any group or


individual interested in forming an ostomy group.


The names of those inquiring will be forwarded to


the appropriate Regional Ostomy Association


where help and advice will be readily given.





6. FINANCE


It is usual to charge ostomates a subscription fee


to become a member of the ostomy association. It


is appreciated that in some countries ostomates


cannot afford to pay dues. Other sources of


income and support to explore include:


Cancer societies


State authorities


Manufacturers


Commercial enterprises


Media companies


Humanitarian Aid Charities


No ostomy association is refused membership in


IOA because of their genuine inability to pay the


IOA dues.





SECTION 6.3.1/2


IOA Handbook 2007, Bracken, Favreau
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