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Objectives

To discuss strategies on how best to:

e communicate effectively to the patients/donors,
public and policy-makers about the value and the
integration of hematopoietic stem cell (HSC)
transplantation within a developing healthcare system

e disseminate information effectively to health care
professionals for establishing the basic ethical,
medical and infrastructure requirements for providing
HSC transplantation or optimize existing transplant
programs



Dissemination of information:
Target groups

1. Patients and relatives
2. Staff and colleagues

3. Health authorities, government and international
agencies

4. Public including volunteer adult donors and cord
blood donors

Aim: inform different target audiences the value and
benefit of BMT



Issues involved to achieve the goal

* How to be effective using media available
 Awareness of cultural & religious sensitivities

 Understanding of political and economical
environments

 Knowledge of disease prevalence and burden (e.g.
Haemoglobinopathy, HIV, Autoimmune Diseases)

No one size fits all: aim is to develop an
adaptable framework



Patients and relatives

e What to communicate ?
— Evidence based recommendations



What patient information should be
provided? (evidence from cancer studies)

Meaning of the disease, the extent of disease and
suspected risk factors

Proposed plan to investigation and treatment,
including information on expected benefits, the
process involved, common side effects, whether the
intervention is standard or experimental and who
will undertake the intervention

Likely consequence of choosing a particular
treatment, or no treatment

Time and costs involved



Information for patients should
include:

Effect of cancer and its therapy on physical,
interpersonal and sexual relationships

Typical emotional reactions

Entitlements to benefits and services, such as
subsidies for travel or prostheses; and

Access to cancer information services

Multi-disciplinary team is essential to be effective



Support needs for individuals and
their families (+ donors):

Education
Counselling

Exploring feelings with a member of the treatment
team

Access to a transplant support service and/or
support group

Assistance with practical needs (e.g. childcare
transport)



Culturally competence in
managing patients

e To provide training to improve their cultural
competence (especially foreign workers)

— ‘Breaking bad news’, to whom; whether patient should
know, how involved patient would like family members
to be, Care beyond medical management: after death;
how to express grief and to remember person

* Need to evaluate attitudes of medical, nursing and
other staff to care for patients of different cultural
backgrounds



Culture competence

To provide culturally competent communication and
counselling, telephone help line; community support

To assess cultural competence of printed education
materials and other media used

To mobilize religious groups, churches and other cultural
specific groups

To collaborate with other non-transplant related culturally
competent health promotion



Not for profit organisations for patients in
Australia: examples

(S @hAcz

* Arrow BMT o oo oo mongin iyt
Foundation:-funds
ABMTRR registry, A e
research, BMT i (B aEEE Ef?ﬁ
patient information BONE =
book, patient MARROW
supports TRANSPLANT

A PATIENT'S GUIDE



Not for profit organisations: examples

e “Cancer
Council
NSW”
Peer
supports:

 Telephone
helpline
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Not for profit organisations: examples

e Cultural

based

Patient
support
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Dissemination of information:
Target groups

2. Staff and colleagues



Dissemination of information to
staff & colleagues

* Foster team: empowering staff

* Improve knowledge and skill base: in-service
training, participating scientific meetings,
regular reviews

* Evidence of team work and experience of Tx
team in patient outcome: centre effect papers



Dissemination of information to
staff & colleagues

 Enhance collaboration among colleagues

e Partnership/mentoring between countries
with experience with those with little/no
experience

e Quality Assurance Programs (internal &
external)
— RCPA CD34 QAP for stem cell quantification

 Registries— APBMT & ABMTRR



Examples: BMT network, New South
Wales, Australia
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Examples: International Network for
ancer Treatment and Research (INCTR)
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Examples: International Network for
Cancer Treatment and Research (INCTR)

To build capacity for cancer treatment and research in countries
with limited resources through long term collaborative projects
coupled to training and educational programs.

To promote international collaboration directed towards cancer
control between technologically advanced countries and
countries with limited resources.

accomplished through the development of networks and
partnerships with corporate, professional, academic,
governmental and non-governmental organizations, bringing
together special expertise to bear upon all aspects of cancer
research and cancer control.

To take advantage of unique opportunities for cancer research
in developing countries



Examples: Funding supports
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Dissemination of information:
Target groups

3. Health authorities, government and
international agencies



Health authorities, Government
policy makers, International Agencies

e Understand cost-benefit

— assessing disease burden such as Disability
Adjusted Life Years (DALYs)

— Demonstrate value of BMT in economic terms
* Appreciate their responsibilities

* How to get them on side : communicate
effectively, public supports (advocacy groups)



Health authorities, Government
policy makers, International Agencies

 Partnerships between countries with
experience with those with little/no

experience

e Value of data collection and registries (to
provide evidence)



Dissemination of information:
Target groups

4. Public including volunteer adult
donors and cord blood donors



Public including volunteer adult
donors and cord blood donors

* Donors
— informed consent (family and non-family)
— Education and recruitment

— Appreciation of their contributions and caring for their
well-beings (donor risks- e.g. no CVC for volunteer donor
in Australia)

e Public awareness

— Methods — written, visual and audio media; power of
new cyberspace social networks & personal touches —
non medical language

— Benefits of HSCT - life saving



Public including volunteer adult
donors and cord blood donors

 Advocacy groups

— Counselling, education programme, peer & family
supports and fundraising

— Dealing with government and other authorities
— Funding raising and awareness campaigns

— e.g. BMT support organisations, Arrow BMT Foundation
(patient information book & ABMTRR), Cancer Voice,

consumer/patient representatives in health services
(ALLG)

— Use of celebrities e.g. South Korean actresses as donors



Elements of effective
communication

e Clarity
* Objectives
* understanding the receiver
e consistency
e completeness

e feedback
* Timing & time
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