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Report Overview
This report provides qualitative insight on advocacy groups’ relationships with the
pharmaceutical industry. The report explores their current philosophies toward
clinical trials, provides recommendations and best practices for encouraging patient
participation in trials, and identifies opportunities to partner (or build on existing
partnerships) with the industry.

What you will learn in this report
• The type of relationships advocacy groups desire with industry, including: involvement in clinical
trial design, collaboration on patient recruitment, and role in connecting patients to industry
• Advocacy groups’ concerns with encouraging clinical trials, including: the need to remain
neutral, patient education, and trial burden on patients
• Recommendations and best practices for delivering messages to patients and families about
clinical trials

How you can use this report:
• Uncover proven strategies to more effectively enroll patients in your rare disease/difficult-torecruit trials
• Learn to optimize communication strategies to ensure an “all inclusive” approach to
relationship management considers all key players (advocacy groups, patients, caregivers,
and investigators)
• Develop strategies to anticipate, discuss, and mitigate advocacy group concerns and hesitations

Major Sections
1. Relationships with Pharma
• Clinical Trial Design
• Patient-Industry Relationship
• Opportunities for Industry in Trial Design
Process

4. Patient Advocacy Groups’ Requests of
Pharma
• Low Trial Focus Advocacy Groups
• High Trial Focus Advocacy Groups

5. Patient Advocacy Group Profiles

2. Clinical Trial Focus
• Clinical Trial Focus Spectrum
• Concerns with Encouraging Clinical Trials
• Website Focus on Clinical Trials

3. Clinical Trial Recruitment Practices
•
•
•
•

Clinical Trials 101 – Back to the Basics
Patient Registry
Recruitment Best Practices
Managing Relationships
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Methodology
In ISR’s qualitative analysis, ISR conducted 40-minute telephone interviews with senior decision-makers
at 10 US-based patient advocacy groups. The individuals interviewed hold a variety of roles within their
organizations, but all are in a position to speak to their organization’s philosophy on clinical trials, as well as
their organization’s broader relationships with the pharmaceutical industry.
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Introduction

EDC Operational Improvements

As ISR’s research has revealed time and again, patient recruitment is one of the
Most difficult
impactfuland
EDCtime-consuming
product attributesaspects
for trial of
success
most
conducting a clinical trial. Though
“For
each
of
the
EDC
product
attributes
below,
please
indicate
how much
impact eachone
the biopharmaceutical industry utilizes a wide range
of recruiting
techniques,
has on your ability to successfully run a clinical trial that uses an EDC application.”
that ISR believes has not been fully (or even adequately) leveraged is partnering
with patient advocacy groups to encourage trial participation.
Patient advocacy groups are spread across the spectrum regarding how
involved they are with clinical trial recruitment. All respondents posit that
clinical trials are the way to move forward but many have yet to delve into
playing a role in the recruitment process. There are various reasons why an
organization may not have fully developed this offering so industry will have
to tailor its approaches to individual advocacy organizations. The bright
side is that advocacyf*OEVTUSZ4UBOEBSE3FTFBSDI
groups already playing in this space are searching for
continued and more involved partnering opportunities and organizations
without processes in place for patient education and recruitment are open
to discussing partnering options with industry.
This report sheds light on advocacy groups’ relationships with pharma,
current philosophies toward clinical trials, best practices for encouraging
patient participation in trials, and opportunities to partner (or build on
existing partnerships) with pharma.
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Best Practices
Advocacy organizations have developed some best practices and some unique ideas
for clinical trial education and recruitment. These practices will be detailed here as
organizations can learn from successful strategies of other advocacy groups and
industry can learn where it can lend a hand to support these initiatives.

Delivery is Key
Respondents shared several best practices in terms of delivering messages to patients
and families about clinical trials.

Repetition
Audience
Understanding

Consistent
Language

Impactful
Message

©Industry Standard Research

Consistent Language
Consistency in language is critical. When messaging about key facts about a clinical
trial, try to use the same wording as is used in other information about the trial
from the sponsor company or CRO. This will help the patient to form a coherent
understanding. Talk to PIs to understand how they talk about the trial with patients so
a consistent message can be relayed to the patient community.
Repetition
Repeat. Repeat. Repeat. The messages of education and encouragement to
participate in clinical trials have to be reinforced. One mention in a magazine article
is not going to get the job done. Patients need to be educated on what trials are and
need to be reminded about what trials are available. The National Multiple Sclerosis
Society, for example, has found that interest is generated when a news bulletin about a
study is first posted on its home page. If requested, the Society may or may not repost
a trial on the home page every few months to garner renewed interest.
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Organization B
Spectrum Summary
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Focus on
Clinical Trials

Involvement in
Trial Design

Emphasis on
Patient-Industry
Relationship

Registry Use to
Promote Trials

Relationship with Industry
The patient population for Organization B’s disease focus is relatively small and our
interviewee mentioned that pharma does not spend a lot of energy in this therapeutic
area. For the trials that have taken place, this organization has had some collaboration
regarding clinical trial design but on a rather limited basis. Our respondent relayed
that the organization has a good clinical trial infrastructure and a high degree of
expertise in the disease. This group would be eager and willing to collaborate with
industry should industry decide to put more effort into researching this disease and its
secondary issues.

Clinical Trial Focus and Recruiting Practices
The interviewee from Organization B would like to put more effort into educating patients
about clinical trials, particularly because these patients tend to be leery of research. It has
not put a great deal of effort into education as a high proportion of its money is funneled
into research. The respondent believes that the pharma/biotech industry could help to
develop good educational materials for patients that would explain that while a trial might
not work for an individual patient, “a rising tide lifts all boats.”
Organization B has a registry in which it tracks patients’ disease progression and
outcomes. The database is federally funded and is made available to researchers for
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Ordering Information
To obtain full access to this report, please select one of the following licenses:

Single-user License

A single-user license allows access to a single individual user. $2,260 USD

Site-wide License

A site-wide license allows access to organization
employees within a particular geographic site/location (i.e.
NYC or London office)

$3,390 USD

Enterprise-wide
License

An enterprise-wide license allows access to ALL employees in
an organization – this is the recommended license if a report
has wide spread relevance throughout an organization.

$4,520 USD

To purchase the report with a credit card or invoice, simply click on the desired license above
to be taken to the purchase form. If you’d like to inquire about a different payment method or
have questions, contact us at Sales@ISRreports.com or +1.919.301.0106.
To schedule a call to discuss this report with one of our analysts, please e-mail us at info@
ISRreports.com.

About Industry Standard Research
Industry Standard Research (ISR) is the premier, full service market research provider to the pharma
and pharma services industries. With over a decade of experience in the industry, ISR delivers an unmatched level of domain expertise.
For more information about our off-the-shelf intelligence and custom research offerings, please visit
our Web site at www.ISRreports.com, email info@ISRreports.com, or follow us on twitter @ISRreports.
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