
 

 

 

 

“Enabling Patient 

Organizations” 

 

 

Toolkit for Patient Organizations when 

Requesting Support from a Company 

 
  



2 
 

Foreword 

Dear Colleague, 

I am delighted to provide this short guide on the process to follow when requesting support from a 

pharmaceutical company.  The environment in which companies can support patient organizations has not 

only become more restrictive but also, in many parts of the world, highly regulated.  It can be confusing 

trying to work out when and how to seek support. 

On top of the complicated regulatory environment, it is important to understand the level of detail in 

administration that the pharmaceutical industry expects when a patient organization requests support.  

You can be confident when you follow these guidelines that your request will comply with the European 

Federation of Pharmaceutical Industries and Associations (EFPIA) code of practice. 

This toolkit will provide you with an overview of the aspects you need to take into account and the process 

to follow when requesting support from a company.  

We thank Manuela Bruegger for suggesting and writing the toolkit. 

 

Mary G. Baker MBE 

President, European Brain Council 

Former President, European Federation of Neurological Associations 2001- 2011 

 

  



3 
 

Table of Contents 
Before you make a request ................................................................................................................................ 4 

Why do you want support? ............................................................................................................................ 4 

Generally acceptable for support ............................................................................................................... 4 

Generally not acceptable ........................................................................................................................... 4 

The importance of choosing the right project ............................................................................................... 4 

In general .................................................................................................................................................... 4 

Grants ......................................................................................................................................................... 4 

Transparency .............................................................................................................................................. 5 

Points to consider when submitting a support request ................................................................................. 5 

The timing of your support submission is key ............................................................................................ 5 

Industry Code of Practice ........................................................................................................................... 5 

Public Information about your Organization.............................................................................................. 5 

How to submit a support request ...................................................................................................................... 6 

Grant Request - Required Documents ........................................................................................................... 6 

Please note that sample documents are providedat the end of the toolkit .............................................. 6 

Grant request letter ................................................................................................................................... 6 

Detailed Project Description ...................................................................................................................... 6 

Budget Overview ........................................................................................................................................ 6 

Your Grant request has been accepted. What next? ......................................................................................... 7 

Grant agreements .......................................................................................................................................... 7 

Purchase Order Numbers ............................................................................................................................... 7 

Invoices ........................................................................................................................................................... 8 

How to submit an invoice ........................................................................................................................... 8 

Other things to remember ................................................................................................................................. 8 

Appendix 1: Examples of a Grant Request Letter and its Supporting Documents ......................................... 9 

Appendix 2: Examples of an Invoice ............................................................................................................. 13 

 

  



4 
 

Before you make a request 

Please read this section carefully before you make a request for support. 

Why do you want support? 
Before you approach a company and ask for support, you need to identify clearly the purpose for which you 

are seeking support.  Due to pressure on budgets and a stricter compliance environment, companies tend 

to support clearly defined projects which have improving patient outcomes as their aim. 

Although all companies are different, please see the list below as a guide to generally acceptable requests:  

Generally acceptable for support: 

- Patient information leaflets 

- Your webpage 

- World and National Awareness Day activities such as a special feature on your webpage, 

information leaflets etc. 

- Your annual member conference 

- Essential (core) costs such as office rental, without which your organization cannot function. 

Generally not acceptable: 

- Support for social events, such as fundraising dinner or social program during your annual 

conferences etc. 

- Grant requests without a stated purpose 

- Promotional activities related to a specific drug. 

The importance of choosing the right project 

In general 

In today’s environment, pharmaceutical companies prefer to partner with patient organizations on clearly 

defined projects with transparent, pre-defined roles and outcomes.  Providing unrestricted grants or 

donations without a clear purpose for the support are less likely to be approved because most guidelines 

require that the donor must know the purpose for which the grant, sponsorship or in-kind support is 

provided, for transparency. 

Ideally, the areas of cooperation focus on external affairs and disease awareness activities. From a legal 

point of view the best means of cooperation is through a grant.  

Grants 

Definition of a grant: 

Grants must be provided without agreement or intent to receive in exchange a tangible business return for 

the donor and they must not have the promotion of products as their purpose.  Grants may not be used to 

influence the independence of grant recipients or their associates. 

Interactions between patient groups and pharmaceutical companies are always governed by the local laws 

and you must ensure that your project is in line with your country’s regulations.  
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Transparency 

Transparency is a major issue for both parties.  Therefore, you need to ensure that your interaction is 

clearly documented.  Keep records and make sure you disclose the cooperation with any industry partner, 

not just those in the pharmaceutical sector.  

Please note: As of January 2012 pharmaceutical companies within Europe are obliged to disclose not only 

the names of the patient organizations they are partnering with but also the amount of financial and in-

kind support. 

Points to consider when submitting a support request 

The timing of your support submission is key 

Please consider the following points when planning a support request: 

1. Budget planning in companies is usually completed by the end of August for the subsequent year. 

The best time to submit your support request is June and July because this is when the budget 

planning is being done for the next year.  

2. Approval times for support request, especially in larger companies, can be very time consuming. 

On average, it will take about 6-8 weeks to approve a support request due to a company’s internal 

review processes.  This is especially important if you are planning an event and need to make pre-

payments. 

Please note: Many companies will not support costs that have already been incurred 

Industry Code of Practice 

Industry associations such as the European Federation of Pharmaceutical Industries and Associations 

(EFPIA) have as their main focus creating a favorable economic, regulatory and political environment for 

the pharmaceutical industry.  Such associations exist on local, regional and also international levels.  

Some of these associations have a specific code of practices for partnerships between the pharmaceutical 

industry and patient organizations.  A good example of such a code can be found on EFPIA’s internet page: 

http://www.efpia.eu/content/default.asp?PageID=559&DocID=11671  

Public Information about your Organization 

When a company receives your grant request, it is likely that they will try to find out more about your 

organization.  Do you have a short leaflet with information about your organization and your activities?  If 

so, include it in the request letter.  If you don’t have a leaflet you might think about creating one that you 

can add to all of your funding requests.  

A very common source of information for companies is the internet.  Do you have a webpage?  Things 

companies will be looking for are: your activities, your legal status (if you have statutes, make them 

available on the internet), your charity number, legal address, list of your board members, the kind of 

programmes you have in place for patients, who your members are (if you have them), which companies 

support your organization, etc.  The more a company can learn about your organization, the more it can be 

confident you will deliver on your plans.  

http://www.efpia.eu/content/default.asp?PageID=559&DocID=11671
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How to submit a support request 

Grant Request - Required Documents 

Please note that sample documents are provided at the end of the toolkit 

Grant request letter 

General requirements: 

- Request must be submitted on letter head/logo of patient organization 

- Full mailing address of patient organization 

- If available, charity registry number and country where registered 

- ‘Wet’ signature 

Please note: It is not acceptable to bury the grant request letter in an e-mail. It needs to be an attachment 

on headed notepaper or sent as a paper copy 

Content requirements 

- Brief description of the patient organization  

 Details on organization 

 Organization’s mission 

 Main activities 

- Brief description of the project or event 

 Overall goal 

- Currency and total amount of support desired 

- Contact person for further questions 

Detailed Project Description 

- Support request for a specific project: 

 Scope of project  

 Description of activities that will be supported with grant 

 Timelines of activities 

- Support request for an event: 

 Scope of event 

 Date, time and location of event (city, hotel etc) 

 Target audience 

 List of speakers 

 Agenda (draft is acceptable) 

Please note: There are regulations on the location of an event, the quality of a hotel etc.  A pharmaceutical 

company will probably not support social activities such as evening dinners, boat trips etc. as they often 

conflict with guidelines and regulations.  The same rule applies for gifts for participants and giveaways such 

as pens etc.  

Budget Overview 

- List of supported items  

 Meeting room rental 

 Detailed cost for printing materials 

 Other relevant items 
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Your Grant request has been accepted. What next? 

Any kind of activity you do with a company needs to be based on a written agreement. This rule applies to 

monetary but also to in-kind support. 

Grant agreements 
Companies usually have their own standard agreement that covers basic points.  These agreements also 

ensure that the interaction is in-line with both industry codes and a company’s own compliance and legal 

requirements. 

An agreement should include the following points: 

- Name of both parties  

- Legal status (e.g. company, not for profit organization etc.) 

- Country in which each party is incorporated 

- Complete mailing address 

If your office address is different to the one where your organization is incorporated, you need 

to provide the legal address 

- Charity registration number 

- Amount of support 

- Detailed description of support requested 

- Invoicing details 

You will need to send an invoice to the company. Please ensure you use the address indicated 

in the agreement 

- Payment terms 

Many companies have standard payment terms up to 60 days (or even more) after receipt of 

invoice.  You can try to negotiate shorter periods but you need to do this early on in the 

process so that a shorter term is acknowledged in the agreement 

- Statement of purpose of grant 

- Outline the responsibility of the donor company 

- Your obligations 

- Use of grant amount 

You can only use the grant for the agreed activity.  You are responsible for ensuring that the 

supported activities are not prohibited by any law, rules or regulations.  

- Objectives of support 

Activity should be independent, non-promotional and free from commercial influence or bias.  

The activity is being conducted independently and not influenced by the company (a service 

agreement will be different) 

- Transparent disclosure of the support from both parties 

- Reconciliation of actual expenses versus estimated expenses to be provided to the donor  

- Governing law and jurisdiction 

Purchase Order Numbers 
Once the agreement is set up and signed, some companies will also provide you with a so-called “Purchase 

Order Number”.  You will need to indicate this number on your invoice.  A purchase order number might 

not be required for a grant. 
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Please note: Your invoice will be returned to you or even blocked for payment if this number is missing 

Invoices 

How to submit an invoice 

An invoice should include as a minimum the points indicated below: 

- Your logo, name and address 

- Correct invoicing address 

Please note: The name of the company always needs to be on the first line of the address 

- Company contact person 

- Purchase Order Number (if necessary) 

- Invoice date 

- Title e.g. Grant or support for activity X 

- Delivery date and description of supported activity/event 

 Activity: provide time frame in which the activity will take place e.g. update of website Jun 

– Aug 2011 

 Event: provide date of event 

- Total invoice amount 

- Payment terms 

- Bank account information  

 Name of bank and full mailing address 

 Bank account owner 

 Account number 

 IBAN/SWIFT code 

This information can be found on your bank statements or your bank internet site  

Please note: If any information is missing, the invoice will be rejected/blocked for payment and this will 

cause a delay in payment. 

Other things to remember 
 

Always acknowledge the sponsor(s) of the project in any output from it and record the company as a 

sponsor in your annual report.  For example, you might write ‘My Patient Organisation thanks [sponsor] for 

an unrestricted grant to make this [name of project] possible. 

It is always helpful to send an interim report during a project to let the sponsor(s) know how the project is 

going. 

Please remember to send a copy of the final outcome – publication, video, business plan, meeting agenda 

etc. – to the sponsor(s)



 

 

 

 

 

 

 

 

 

 

 

 

 

Appendix 1: Examples of a Grant Request Letter and its Supporting 

Documents 
 



 
 
 
 
“My Patient Organization” 

My patient organization, Lakeside Street 5, 8022 Zurich, Switzerland, phone +41 123 44 44, e-mail: info@mypatientorganization.ch 
My patient organization is a charity, registered in Switzerland. Company No. 12345. Registered charity no: 11223344 

To: 
Company Name 
Contact Person 
Street 
Zip Code, City 
Country 
 
 
 
Date: 18th August 2011 

 
 

Grant request 

 
Dear Sirs, 

“My Patient Organization” was founded in 2000 and is registered as a charity in Switzerland.  Our 

mission is to provide information to patients with disease XY, increase disease awareness on a national 

level and advocate for patients with XY.  

In cooperation with local experts, we have established a webpage with detailed information for patients 

with XY.  We would like to extend our webpage to meet today’s standards, to add new functions such as 

discussion forums and ask the expert section, etc.  

With this letter, “My Patient Organization” requests support from company X, for the amount of  

EUR 5’000.-, for the website update in 2011. 

Thank you in advance for your kind consideration.  If you have any further questions, please do not 

hesitate to contact our executive director Stephen Frank, phone: +41 61 123 45 67, e-mail: 

stephen.frank@mypatientorganization.ch.  

 

Yours sincerely,  

 

 

Stephen Frank 

Executive Director 

 



 

 

Project Description 

 

One of the main objectives of “My Patient Organization” is to provide information to patients.  One of our 

main channels is through our own internet page www.mypatientgroup.ch 

In cooperation with Dr Peter Ziege, XY specialist from the university hospital Berne, Dr Heidi Alm, GP in 

Zurich and Prof Berthold Hess, School of Medicine, University of Basel we have created a centralized 

platform with detailed information for patients suffering with XY.  

On the website patients and their caregivers can find information on the disease and its effects on daily life, 

regularly updated information on different treatment options, information on clinical trials and contact 

addresses of XY specialists in their regions and details of support groups.  

We would like to update our existing webpage and also expand and include new programs, platforms and 

discussion forums 

The current technical standard of the webpage is outdated and one of the major issues is the stability of 

the site.  We would like to update the site in order to meet today’s requirements and the planned 

completion date is Nov 2011. 

We would like to provide our patients with an “Ask the Expert” Forum.  The Forum will allow them to ask 

questions to a specialist.  Prof Hess has agreed to donate his and his team’s time to answer the questions.  

Planned timelines: set up forum by November 2011, test forum with small audience Nov – Dec 2011.  Go 

live to broader audience Jan 2012. 

For patients suffering from XY it is difficult to travel and therefore it would be optimal if they could share 

their experience with others through the website.  We would therefore like to add an on-line discussion 

forum and the planned time to set up the forum is 2 months.  

In addition, we would like to establish links to existing platforms on different social networks such as 

facebook and twitter.  Our patients should be able to exchange themselves beyond country borders.  

 

Budget Overview 

 

Update existing infrastructure EUR 1’000 
“Ask the Expert” Forum 
Set up infrastructure EUR 1’000 
Web-design EUR 500 
Patient Discussion Forum 
Set up infrastructure EUR 1’000 
Web-design EUR 1’000 
Establish links to existing platforms EUR 500 
 
Total Web Budget EUR 5’000 
  



 

 

Event Description 

Each year we invite patients from across the country to provide them with the latest information on 

research, medicine developments and therapy options on XY.  The event is also a platform to exchange 

information and ideas between the individual patients.  

We invite the leading experts to speak at our events and answer questions from the audience.  

This years meeting will be held on 25th October at the hotel “Ambassador”; a 3-star hotel conveniently 

located next to the train station in Bern.  

We have sent out invitations to our members and also distribute leaflets at GPs throughout the country. 

We were able to secure the following external speakers for our event: 

- Dr Peter Ziege, XY specialist from the university hospital Berne 
- Dr Heidi Alm, GP in Zurich 
- Prof Berthold Hess, School of Medicine, University of Basel  
- Horst Schilling, President of the XY patient organization Germany 

 

Draft agenda 

09:00 Welcome Stephen Frank 
  Executive Director My Patient Group 
09:15 Today’s challenges of XY Dr Peter Ziege 
  XY specialist University Hospital Berne 
10:00 Coffee break 
10:30 Future of XY Research Prof. Berthold Hess 
  School of Medicine, University Basel 
11:15 The European Perspective of XY Horst Schilling 
  President XY organization Germany 
12:00 Lunch Break 
13:30 How to manage daily life with XY Dr Heidi Alm 
  GP Zurich 
15:00 New devices for XY patients Francine Cellier 
  Nurse specialist 
16:00 Open discussion 
17:00 End of meeting 
 
Budget overview 

Meeting room rental EUR xx 
AV equipment EUR xx 
Delegate day pack* EUR xx 
Printing materials for meeting EUR xx 
Flyers for GPs EUR xx 
Speaker travel EUR xx 
Speaker fee  EUR xx 
Total Expenses EUR xx 
 
* A lot of hotels and business centers offer so called “delegate packs”. This is lump sum charged per participants for a meeting. These 

packs usually include pads and pens in the meeting room, morning and afternoon coffee breaks and small business lunches. 

Sometimes even room rental costs are included



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Appendix 2: Examples of an Invoice 
 



 
 
 
 
“My Patient Organization” 
 

 

To: 
Company Name 
Contact Person 
Street 
Zip Code, City 
Country 
 
 
 
Date: 18th August 2011 

PO number if applicable 
 

Invoice 

 
Grant support for “My Patient Organization” webpage updating 2011.  

Support to update the following sections of webpage: 

- General update of infrastructure 

- Discussion Forum “Ask the Expert” and “Patients” 

Total amount of support EUR 5’000.- 

 

Payment terms: 30 days upon receipt of invoice 

Bank name Xxx 

Bank address Xxx 

Account number Xxx 

Full name on bank account Xxx 

Bank swift ID number/Bank sort Xxx 

IBAN number Xxx 

Sort code Xxx 
 

 
 


