NCD Alliance Review: Evaluation Survey

1. Which region are you based in?

N. America

S. America

The Caribbean

Europe

Africa

Middle East

Asia

The Pacific

Il Il |
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SurveyMonkey

Response Response
Percent Count

32.3% 41

2.4% 3

0.8% 1

37.0% 47

6.3% 8

1.6% 2

10.2% 13

9.4% 12

answered question 127

skipped question 5



2. Which of the following categories best describes your involvement with NCDs?

Response Response

Percent Count

Global NGO | 53.7% 66

Regional NGO [ | 7.3% 9

National NGO | 24.4% 30

Academic organization [___| 6.5% 8

Multilateral organziation (WHO, UN, |:| 3.3% 4
World Bank)

Private sector organization |:| 4.9% 6

Government organization or 0.0% 0

department

Other (please specify)

7
answered question 123
skipped question 9
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3. Is your organization a member of one or more of these organizations? (Check all that apply)

Response Response

Percent Count

Framework Convention Alliance | 35.6% 31

Global Health Council | 24.1% 21

International Diabetes Federaton [ ] 14.9% 13
International Union Against

. . [ 14.9% 13
Tuberculosis and Lung Disease
Union for International Cancer

I 31.0% 27
Control

World Heart Federation | 19.5% 17

Other (please specify)

19
answered question 87
skipped question 45
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4. What is the main focus of your interest in NCDs?

Response Response

Percent Count
Alcohol Control [ ] 9.8% 12
Cancer | | 30.9% 38
Cardiovascular Disease | | 27.6% 34
Chronic Respiratory Disease [ | 10.6% 13
Diabetes | | 30.1% 37
Global Health | | 34.1% 42
Nutrition/obesity | | 35.8% 44
Physical Activity | | 30.1% 37
Tobacco Control | 52.0% 64

Other (please specify)

22
answered question 123
skipped question 9
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5. Please check all activities your organization conducts.

Response

Percent
Advocacy | | 94.5%
Health care services | 26.6%
Policy development | | 64.1%
Providing grants or funding | | 30.5%
Research | 55.5%
Training | | 59.4%

5 of 64

Other (please specify)

answered question

skipped question

Response
Count

121

34

82

39

71

76

16

128



6. Did your organization receive regular communications (e.g. Action Alerts) from the NCDA in 20117

YES

NO

Don't Know

7. How helpful did you find communication materials from NCDA?

NCDA publications and materials

Response
Percent

| 92.1%

]
=

Very helpful

35.2% (44)

Usually
helpful

38.4% (48)

Sometimes
helpful

18.4% (23)
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Not very
helpful

1.6% (2)

5.6%

2.4%

answered question

skipped question

Not at all Rating
N/A

helpful Average

0.0% (0) 6.4% (8) 1.85

answered question

skipped question

Response
Count

116

126

Response
Count

125

125



8. How often do you visit the NCD Alliance website?

Daily

Weekly

Monthly

Less than one month

Never
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Response
Percent

0.8%

21.3%

39.4%

33.9%

4.7%

answered question

skipped question

Response
Count

27

50

43

127



9. How would you prefer to receive information updates from us (check all that apply)

Email |

Webinar | |

Website | |

Newsletter | |

Social Media (Facebook, Twitter) [ ]

Response
Percent

90.6%

26.8%

27.6%

33.9%

14.2%

answered question

skipped question

Response
Count

115

34

35

43

18

127

10. The NCD Alliance currently has a Common Interest Group (CIG) that is open to all NGOs. It operates through an email list
and webinar meetings. Is your organization a member of the NCD Alliance Common Interest Group?

YES |

NN —
Don't know [
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Response
Percent

75.2%

12.8%

12.0%

answered question

skipped question

Response
Count

94

16

15

125



11. Has the CIG provided an adequate venue for bringing together civil society to share campaign activities and

information?

YES

NO

Don't Know

12. How many Common Interest Group Webinars did you join?

None

1-3 Webinars

4-6 Webinars

7-10 Webinars

Over 10 Webinars

E—
[
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Response
Percent

52.0%

17.9%

30.1%

answered question

skipped question

Response
Percent

32.3%

25.8%

19.4%

13.7%

8.9%

answered question

skipped question

Response
Count

64

22

37

123

Response
Count

40

32

24

17

11

124



13. How useful did you find the CIG webinars?

Response Response

Percent Count
Very Useful | 21.2% 21
Generally Useful | | 45.5% 45
Occasionally Useful | | 23.2% 23
Not Useful [ ] 10.1% 10
answered question 99
skipped question 33

14. Have you made use of the NCDA template letters to send to your national government?

Response Response

Percent Count
YES | 34.1% 42
NO | I 45.5% 56
Don't Know [_] 4.9% 6
Not Applicable [ ] 15.4% 19
answered question 123
skipped question 9
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15. Have you made use of the NCDA template press releases to send to your national media?

YES |

NO | |

Don't Know []

Not Applicable | |

16. Did you use the NCDA Proposed Outcomes Document in your national advocacy?

YES | |

NO |

Don't know [ ]
Not applicable [ ]
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Response
Percent

22.8%

55.3%

4.1%

17.9%

answered question

skipped question

Response
Percent

52.8%

28.5%

3.3%

15.4%

answered question

skipped question

Response
Count

28

68

22

123

Response
Count

65

35

19

123



17. Are there any specific NCDA materials you wish to provide feedback on?
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answered question

skipped question

Response
Count

24

24

108



18. How would you rate the NCDA's performance in the following areas?

Global advocacy directed at
governments and UN organizations

Supporting national advocacy
efforts

Media coverage

Producing publications and briefing
papers

Convening stakeholders for
webinars, forums, briefings and
website

Influencing UN High-Level Meeting
negotiations on the political
declaration

Excellent

30.8% (37)

8.3% (10)

13.6% (16)

24.3% (28)

21.4% (25)

25.2% (30)

Good

43.3% (52)

30.0% (36)

24.6% (29)

37.4% (43)

41.9% (49)

46.2% (55)

Useful

17.5% (21)

35.8% (43)

33.1% (39)

29.6% (34)

18.8% (22)

18.5% (22)
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Poor

4.2% (5)

10.0% (12)

17.8% (21)

4.3% (5)

7.7% (9)

5.0% (6)

Not at all
useful

0.0% (0)

0.8% (1)

0.0% (0)

0.0% (0)

0.9% (1)

0.0% (0)

N/A

4.2% (5)

15.0% (18)

11.0% (13)

4.3% (5)

9.4% (11)

5.0% (6)

Rating
Average

1.95

2.59

2.62

2.15

2.17

2.04

answered question

skipped question

Response
Count

120

120

118

115

117

119

121

11



19. Please suggest how the NCDA can better support your national advocacy efforts. Name at least three actions you think
the NCDA could take to increase the need for action on NCDs in your country?

answered question

skipped question

20. Has the NCDA adequately consulted the following stakeholders in forming its priorities and positions?

Yes
NGOs 54.5% (61)
Academia 45.5% (46)

Private Sector 36.6% (34)

People living with NCDs 25.5% (25)

No

8.0% (9)

12.9% (13)

19.4% (18)

15.3% (15)

Rating
Some what Not enough

Average
26.8% (30) 10.7% (12) 1.94
31.7% (32) 9.9% (10) 2.06
35.5% (33) 8.6% (8) 2.16
34.7% (34) 24.5% (24) 2.58

Please add your comments on how the NCDA can better inform stakeholders.
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answered question

skipped question

Response
Count

57

57

75

Response
Count

112

101

93

98

31

113

19



21. Do you think the UN High-Level Meeting on NCDs has been successful in increasing government attention to NCDs?

YES

NO

Don't Know

22. Has the High-level Meeting led to a stronger NCD civil society movement within your country?

YES

NO

Don't Know

Not applicable

[E—
[

[E—
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Response
Percent

73.6%

12.4%

14.0%

answered question

skipped question

Response
Percent

32.8%

35.3%

22.7%

9.2%

answered question

skipped question

Response
Count

89

15

17

121

11

Response
Count

39

42

27

11

119

13



23. Has the High-Level Meeting led to increased media interest in NCDs within your country?

Response
Percent
YES | 40.8%
NO | | 33.3%
Don't know | | 16.7%
Not applicable [ ] 9.2%

answered question

skipped question

Response
Count

49

40

20

11

120

12

24. What follow up actions has your government taken to progress the commitments made in the UN political declaration?

answered question

skipped question

16 of 64

Response
Count

58

58

74



25. Post UN High-Level Meeting on NCDs, what roles do you think the NCDA should prioritize over the next two years?

Rating Response

Yes No Maybe Don't know N/A
Average Count

Global Advocacy (leading
campaigns, sharing information,
action alerts, mobilizing national
. 87.2% (102) 1.7% (2) 9.4% (11) 0.9% (1) 0.9% (1) 1.23 117
members) Policy Development
(expert groups, briefings,
publications, technical guidelines)

Project work at country/regional
level (training, demonstration

. . . 51.3% (60) 11.1% (13) 33.3% (39) 3.4% (4) 0.9% (1) 1.89 117

projects, research, civil society

support, etc.)
Convening stakeholders (multi-

stakeholder meetings, building

L 78.1% (89) 2.6% (3) 18.4% (21) 0.0% (0) 0.9% (1) 1.40 114
communication platform,

discussion forums, webinars)

answered question 118

skipped question 14
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26. How would you prioritize the following activities for NCDA in the next two years?

Advocacy to influence the targets
and indicators for NCDs proposed
by WHO to member states in 2012

Campaign plan for NCDs in the
post-2015 development goals

Campaign to increase access to
medicines

Campaign to accelerate
implementation of FCTC

Campaign on other risk factors

Identify NCD champions:
countries, Heads of State, high
profile advocates

Country projects targeted to
delivery of health services,
research and demonstration

projects

High Priority

82.2% (97)

68.6% (81)

28.2% (31)

47.2% (51)

39.1% (43)

47.0% (54)

35.7% (40)

Medium Priority

13.6% (16)

27.1% (32)

47.3% (52)

41.7% (45)

43.6% (48)

40.0% (46)

29.5% (33)
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Low Priority

2.5% (3)

3.4% (4)

19.1% (21)

8.3% (9)

11.8% (13)

11.3% (13)

24.1% (27)

Not a Priority Rating
Average

1.7% (2) 1.24
0.8% (1) 1.36
5.5% (6) 2.02
2.8% (3) 1.67
5.5% (6) 1.84
1.7% (2) 1.68
10.7% (12) 2.10

answered question

skipped question

Response
Count

118

118

110

108

110

115

112

118

14



27. What other priorities do you think are important?

Response
Count
43
answered question 43
skipped question 89

28. Please share any additonal comments on other issues addressed or not addressed in the survey that you think are
important for NCDA to consider in its review.

Response
Count
34
answered question 34
skipped question 98
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29. How can the NCDA facilitate increased communication and collaboration among the 2000 plus organizations within its
network?

Response
Count
46
answered question 46
skipped question 86

30. As a part of the NCDA review, we are conducting telephone interviews with selected stakeholders. We are especially
interested in hearing from NCD advocates at national level. If you would like to participate in atelephone interview, please
email kathy.cahill@live.com.

Response
Count
18
answered question 18
skipped question 114
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Page 1, Q2. Which of the following categories best describes your involvement with NCDs?

1 Civil society- National Diabetes Association- Diabetes Kenya Jan 3, 2012 11:27 PM
2 Retired from PAHO Jan 3, 2012 7:44 AM

3 Professional society for medical oncologists Jan 2, 2012 9:10 AM

4 NCD network, Thailand Dec 20, 2011 12:09 PM
5 We are a National NGO with Global reach Dec 20, 2011 12:35 AM
6 Student Dec 19, 2011 10:59 AM
7 independant Consultanat Dec 13, 2011 11:27 AM
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Page 1, Q3. Is your organization a member of one or more of these organizations? (Check all that apply)

10

11

12

13

14

15

16

17

18

19

none

Work closely with all the above and many others

None of the above

WHPA

The Strathmor Group

4 out of 6 of the above are our partners (GSP)
Arab Medical Association Against Cancer
Asia-Pacific Heart Network

Global Healthcare Providers

none

Union Internationale Contre le Cancer (UICC)
World Lung Foundation

coregroup

Many others, including NCD Child

none

IUHPE

International Alliance of Patient Organizations
German NCD Alliance

Global Smoke-Free Partnership (GSP),

23 of 64

Jan 9, 2012 9:43 PM
Jan 4, 2012 8:55 AM
Jan 4, 2012 3:39 AM
Jan 4, 2012 12:49 AM
Jan 3, 2012 12:02 PM
Jan 3, 2012 12:43 AM
Jan 2, 2012 11:14 PM
Jan 2, 2012 3:29 PM
Jan 2, 2012 1:38 PM
Jan 2, 2012 11:20 AM
Jan 2, 2012 10:49 AM
Dec 30, 2011 9:30 PM
Dec 29, 2011 7:21 AM
Dec 20, 2011 8:16 AM
Dec 20, 2011 5:55 AM
Dec 20, 2011 5:39 AM
Dec 20, 2011 3:54 AM
Dec 20, 2011 12:42 AM

Dec 19, 2011 10:50 PM



24 of 64



Page 1, Q4. What is the main focus of your interest in NCDs?

10

11

12

13

14

15

16

17

18

Aging Demographic change

Prevention and control of NCDs -- all of the above - plus organization and financing of health services, essential meds for

NCDs, healthy settings (schools, workplaces), and social determinants.

Muscular-skeletal disease

Caries prevention and management

Public Health and Health systems strengthening

Human Rights and Health

psoriasis, psoriatic arthritis, chronic inflammatory diseases
Strengthened health systems

disability and rehabilitation mental health

Introduction of HERBAL treatment for overcoming the above
health promotion

Disabilities and NCDs

Pollution

health policy

Alzheimer's disease and other dementias

All of the above

Relationship between NCDs and ageing. Would have preferred to see dementia, Alzheimers, mental health listed above.

We are a charity dedicated to preventing NCDs by addressing the 3 main modifiable risk factors of unhealthy diet,

physical inactivity and tobacco use
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Jan 6, 2012 12:21 PM

Jan 4, 2012 8:55 AM

Jan 4, 2012 3:39 AM
Jan 4, 2012 12:49 AM

Jan 3, 2012 2:36 PM
Jan 3, 2012 12:02 PM

Jan 3, 2012 7:09 AM
Jan 2, 2012 11:14 PM
Dec 29, 2011 7:21 AM
Dec 26, 2011 10:58 PM
Dec 20, 2011 4:35 PM
Dec 20, 2011 8:16 AM
Dec 20, 2011 6:51 AM
Dec 20, 2011 5:55 AM
Dec 20, 2011 3:54 AM
Dec 20, 2011 2:44 AM
Dec 20, 2011 12:35 AM

Dec 20, 2011 12:24 AM



Page 1, Q4. What is the main focus of your interest in NCDs?

19 Research and Innovation Systems Dec 19, 2011 11:11 PM
20 pediatric cardiac disease Dec 19, 2011 12:39 PM
21 Global Advocacy for NCDs and taking the conversation beyond policy elites to mobilize women everywhere. Dec 19, 2011 11:06 AM
22 Sleep apnea Dec 19, 2011 11:05 AM
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Page 1, Q5. Please check all activities your organization conducts.

10

11

12

13

14

15

16

Liaising with our membership organisations within the field of osteoporosis (patients organisations, scientific
organisations, corporate organisations).

Health education Screening

World conferences to encourage research and knowledge share

combating cancer diseases and tumors looking for financing entities
(individuals,governmental,organizations,companies...etc.) building special center raising the awareness of family and
society of their role in helping cancer patient psychologically

Prevention programs, clinicl guidelines, consumer information

We provide postgraduate training and education to our members, fellowships, develop standards of cancer care, and we
have a political office in Brussels that provides input and guidance to politicians and health authorities.

Prevention
social system strengthening
education of lay public

Policy development might be the closest to describe what the GSO does, but our mission is to serve as an observatory
for multi-stakeholder dialogue.

information providers
Charity (Diabetes)

Research and Innovation Governance and Management Development, Research Priority Setting, Research Ethics
Review System Development, Research Information Management System Development

awareness, movement, coalition facilitate as Bangladesh Anti Tobacco Alliance (BATA) secretariat which have 750
member organization around the country.

Diabetes Prevention through Lifestyle changes in India

Public and Medical Community education
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Jan 4, 2012 3:39 AM

Jan 3, 2012 11:27 PM
Jan 3, 2012 7:09 AM

Jan 2, 2012 11:14 PM

Jan 2, 2012 3:29 PM

Jan 2, 2012 9:10 AM

Jan 2, 2012 8:08 AM
Dec 29, 2011 7:21 AM
Dec 20, 2011 6:51 AM

Dec 20, 2011 2:44 AM

Dec 20, 2011 2:36 AM
Dec 20, 2011 12:42 AM

Dec 19, 2011 11:11 PM

Dec 19, 2011 10:50 PM

Dec 19, 2011 11:06 AM

Dec 19, 2011 11:05 AM
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Page 3, Q17. Are there any specific NCDA materials you wish to provide feedback on?

10

11

12

The webinars are simply not something | can participate in as a professional student on the West Coast of the US.
Changing it up so it's not always on CET would be much appreciated and might help with participation from different
regions.

Could have been good to have materials for the press and the public

| assume questions 14-16 apply to me personally. Others in my organization did use the templates.

We foundthe produced documents very helpful and used them very much for our advocacy work. Also, the analysis
provided by the NCDA in the run-up to the UN Summit was very helpful indeed and gave much further insight into the

present state-of-affairs.

the NCDA outcomes document (if this was the list of outcomes proposed) was much too long. there was no way to
advocate for that many outcomes

We found that the messages received through the email alerts were conceptually pretty complex and hard to pass on to
our constituents in LMCls. It might have been more helpful if messaging were a little more tangible for patient groups
without as much advocacy experience.

Tobacco control materials were particularly useful and economic data especially with regards to low and middle income
countries very timely and useful as well as Lancet paper series and Wold economic forum data.

We would like to provide us about the : Care of cancer patients Awareness of cancer Exchange of expertise and
experiences

no
As a European organization with a global outreach, we cannot send out the same media release that the NCD Alliance
has sent out to our contacts, which can overlap. What would be useful is to encourage organizations to send out press
releases in the form of statements that support the NCD Alliance releases. To coordinate this, dates and texts of NCD
Alliance releases need to be distributed or announced well in advance. Suggestions on what topics to comment on or

how to do so would make composing individual media releases that much easier.

slide set was very useful

The human rights paper - which looked at vulnerable groups - could also have included people with disabilities. pleased
that the health systems paper included reference to rehab services.
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Jan 6, 2012 12:27 PM

Jan 6, 2012 9:39 AM

Jan 5, 2012 7:18 AM

Jan 4, 2012 3:54 AM

Jan 3, 2012 3:54 PM

Jan 3, 2012 3:06 PM

Jan 3, 2012 2:06 AM

Jan 3, 2012 12:00 AM

Jan 2, 2012 11:26 AM

Jan 2, 2012 9:10 AM

Jan 2, 2012 8:26 AM

Dec 29, 2011 7:31 AM



Page 3, Q17. Are there any specific NCDA materials you wish to provide feedback on?

13

14

15

16

17

18

19

20

21

22

23

24

alerts,summaries and analyses very helpful

Printed Flip charts by local languages which helps local community to understand
No

NO

Too many outcomes in the outcomes document

The NCDA doe not engage with the language of health promotion and that limits the utility of your statements, advocacy,
webinars and templates.

| did not agree with much of the NCDa policy agenda, which understated the importance of prevention and lacked the
requisite specificity and insistence on effective regulatory reforms to be effective.

NO
no

Your materials, including talking points and updates on UN/WHO, activity were exceptional. You helped all the civil
society organizations maximize their bandwidth and provided a global stage for NCDs. Thank you!

not enough focus on physical activity, as a risk factor, relative to its importance in NCD prevention

m,nkjnil biuyhiuhoji,mV., svm FVNgw\scadf WEc.KDNVa.njdfnwjefwefwifwbfwjrhbjwbfvwjbvwjef wjbvwdv ww jwfvwe qdno
efhwh rg rgh rgrehg ierhg girwghwwighwirgwrgwirghwirgwrig
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Dec 28, 2011 7:18 AM
Dec 26, 2011 11:16 PM
Dec 26, 2011 2:34 PM
Dec 22, 2011 3:56 PM
Dec 22, 2011 11:12 AM

Dec 20, 2011 4:38 PM

Dec 20, 2011 8:46 AM

Dec 20, 2011 7:11 AM
Dec 20, 2011 1:01 AM

Dec 19, 2011 1:28 PM

Dec 19, 2011 12:41 PM

Dec 9, 2011 3:54 AM
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Page 3, Q19. Please suggest how the NCDA can better support your national advocacy efforts. Name at least three actions you think the NCDA could take
to increase the need for action on NCDs in your country?

10

11

12

need more media exposure in Japan, as very few people even recognize the word "NCD", also helps to provide
educational tools for health professionals how to educate public

1) Support production of articles on NCDs in popular US media (NY Times, CNN, TIME Magazine) 2) Collaborate with
existing US community organizers (e.g. Change.org) to launch petitions on NCDs directed at officials or institutions 3)

Press and comms strategy internationally

Identifying and reinforcing 'leaders' at national levels encouraging national chapter development Requesting NCDA
national members to lead a National NCD Alliance.

Convey who are the national delegates attending key UN and WHO as best you can so direct national advocacy can take
place prior to meetings to assist member state forming their positions, questions and voting.

1. Actively support the formation of national and sub-regional NCD alliances 2. Request a meeting with the President
and/or Cabinet and invite the press to ask what is the country doing on NCD prevention, given that it affects most voters
3. Develop a monitoring system/watchdog role for the commitments the President/Minister made at the UNHLM and in
other forums, eg., WHO regional committees and WHA

NA as we do not have National advocacy efforts.

Strengthen evidence and build networks

1. Not just to focus so exclusively towards the 4 big diseases, but to be much more inclusive also in the production of
papers, which we could use differently, if our disease area (osteoporosis) or - at least - musculo-skeletal diseases were
actually mentioned. 2. This would have given us wider scope to promote the ails of the NCDA in a much better way
towards our national (country-specific) member organisations. The focus on the 4 big disease groups prevented this. 3.
Be in more regular contact with the CIG, so that the CIG is better informed about present activities, which can then be
given further as information to our national societies. 4. However, to include or - at least - mention other disease groups
apart from the big 4, seems to me one of the most important steps...

Have a more holistic approach Being more global

Advocay for Policy survey worldwide to assess impact and make recommendations

we have a good national Chronic Diseases alliance
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Jan 6, 2012 12:27 PM

Jan 6, 2012 9:39 AM

Jan 5, 2012 10:34 AM

Jan 4, 2012 6:45 PM

Jan 4, 2012 8:59 AM

Jan 4, 2012 8:56 AM
Jan 4, 2012 5:17 AM

Jan 4, 2012 3:54 AM

Jan 4, 2012 12:52 AM
Jan 3, 2012 11:31 PM

Jan 3, 2012 7:28 PM



Page 3, Q19. Please suggest how the NCDA can better support your national advocacy efforts. Name at least three actions you think the NCDA could take
to increase the need for action on NCDs in your country?

13

14

15

16

17

18

19

20

21

22

23

24

25

increased media coverage refined list of asks more documentation of the costs and consequences of inaction
we are acting globally
Target individuals/groups to be responsible

It would be most helpful to expand chronic disease from the 'big 4' to include all chronic diseases, which would engage
additional global health concerns, which may not be as deadly yet are devastating to millions of people.

Work with our country partners before approaching our government agencies, etc.. to ensure the right hand knows what
the lefthand is doing.

A Partnership approach with national healthcare societies; a more coordinated media outreach; using the webinar to truly
bring together the key heathcare advocates.

have regular face to face interactions with member groups,

Better relationship with ALL stakeholders, including industry. Better communication around production of key literature.
Overall objectives that rise above individual areas of disease etc.

form and support NCD alliances at national level and european level lobby for clarity on public sector involvment a very
dangerous area that some NCD alliance members seem very naive about Lobby EU institutions + WHO Euro to

Our support center building in the early detection of breast cancer

1, Support for advocacy for national action plans on NCDs 2. Develop, publish list of those that have plans and those that
don't (WHO does this already, but dodgy methodology) 3. Let's get better data from all UN nations for comparison
purposes - useful for domestic advocacy

The NCDA should be directed by the different national associations who are members. There should be more democratic
discussions and particularly face to face discussions with the elected boards of national NCDA groups. The webinars
should be chaired by a member of a member of an elected board NOT paid staff of any of the organisations. For
members who may not be IT proficient or have such a facility they are disadvantaged. The webinar exercise is primarily
passive. It does not promote transparency of discussion. Submitted questions are selected by whoever chairs the session
and that may be less objective than ideal.

Translate background documents into French Sponsor/support regional advocacy workshops (West Africa) Provide case
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Jan 3, 2012 12:06 PM

Jan 3, 2012 7:18 AM

Jan 3, 2012 7:04 AM

Jan 3, 2012 6:08 AM

Jan 3, 2012 4:26 AM

Jan 3, 2012 3:04 AM

Jan 3, 2012 2:06 AM

Jan 3, 2012 12:00 AM

Jan 2, 2012 3:34 PM

Jan 2, 2012 1:00 PM

Jan 2, 2012 12:59 PM



Page 3, Q19. Please suggest how the NCDA can better support your national advocacy efforts. Name at least three actions you think the NCDA could take

to increase the need for action on NCDs in your country?
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33

34

35
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37

38

studies/examples

work with the organisations at the grass root level

1. Work with NDC Alliance member societies to create national NCD Alliances and websites 2. Provide training of
national NCD Alliance spokespersons on the issues, who to address and what to say (sending out information to our
networks was not enough because people need more specific instructions, and adequate advance notice). 3. Provide
dedicated staff to support national NCD Alliances and keep their advocacy efforts targeted and focused until they can

continue independently.

Getting more creative on effective policy interventions - jettisoning the 'us vs. them' approach to policy advocacy when
other approaches have more promise.

direct letters from NCDA to the Governmnet and Parliament; trainings for media; Advocacy Conference

Maintain NCDA as global NGO in the future. Produce annual review on progress on NCD. Organise around NDG 2015
Broaden scope from just the 4x4. Mental health issues especially are a major concern of many states and an NCD.
Develop country/region specific info and culturally appropriate materials. Ensure advocacy focuses govts on morbidity as

well as mortality and are not just looking at deaths.

continue to update on WHO development of targets and monitoring continue to update on latest scientific findings
continue to highlight conflicts of interest and the need to isolate the corporate sector from policy making

1. Educational policy must be strengthened (Targeting children s food habits ) 2. The Government should strengthened
civil society organizations in the country

N/A

Specific goals for the region Specific timeframes A specific advocacy agenda
Write the papers in others languages.

Use the language of health promotion and talk about integrated action rather than silos of tobacco, heart, lung, diabetes,

etc.

| am frustrated that the indicators do not acknowledge current "low hanging fruit" in terms of NCD control, namely
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Page 3, Q19. Please suggest how the NCDA can better support your national advocacy efforts. Name at least three actions you think the NCDA could take
to increase the need for action on NCDs in your country?
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40
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43
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45
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47

vaccination against hepatitis B (liver cancer) and HPV (cervical and other cancers). These important interventions, one of
which is very inexpensive, should not be ignored--it is something our countries can do right away, is very effective and
does not depend on (difficult) behavior change.

1. NCDa suffers from a fundamental conflict of interest which needs to be rectified (not just by routine, prominent
disclosure, but by obtaining independent funding. 2. With conflicts fixed, it would need to allow genuine opportunities for
input in their recomendations and approach to advocacy. 3. Sharing timely information about national government
stances (rather than just requesting input from country NGOs); | learned some outrageous information about my
government's conduct on the eve of the HLM through a journal article interview with NCDa staff.

capacity building for NGOs to better advocate at national level; provide tools and manuals about how to advocate;
promote contact among NGOs in order to join forces towards common strategies

For one, in order to target the US Government, it would behoove the NCDA to include those of us who actively work with
the US Government. To the best of my knowledge, almost no outreach by NCDA staff was made to those of us who are
regularly in touch with decision makers in the US Government. Therefore, the NCDA advocacy efforts were generally
inapppropriate for the US Government, and could not be used by those of us doing advocacy here.

Needed more adapting to local contexts. Also at a national level the member associations are used to discussing their
disease specific problems and not NCDs overall.

CAPACITY BUILDING. I.LE.C. MATERIALS. HELP IN RESOURCE MOBILIZATION FOR LOW-MIDDLE INCOME
COUNTRIES.

National efforts seem to at times siloed among disease orgs or closed off to an inner club. The NCDA could more
explicitly form mini-NCDAs in major target markets (US, Japan, EU) so that heart, diabetes, cancer etc. orgs in those
markets are encouraged to work together in a transparent way, similar to how IDF, Union, UICC, etc. work on the global
level. This was the major disconnect - no NCDA framework at the national level for getting NCD orgs working together.

Not working nationally

Give more focus on TB-Diabetes Provide/ensure small grant on advocacy activity on NCD Give more effort to policy
advocacy

1. Informing German press/tv agencies about the German NCD Alliance and contact persons could be helpful. We

contacted the German journalists accredited to the UN Summit in New York proir to the Summit and offered informations,
interviews from the Summit in New York etc. but there was no reaction. 2. Starting regional petitions online (e.qg.
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Page 3, Q19. Please suggest how the NCDA can better support your national advocacy efforts. Name at least three actions you think the NCDA could take
to increase the need for action on NCDs in your country?
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european region)
More of the same 1) advance notice of influencing opportunities; 2) examples of policy asks;
Produce country-specific policy briefings Engage with population wide interventions at the community level

More concise documents please. If a leter is too long people will not read them. Short and too the point is more
powerful than lengthy detailed letters and documents.

Hard to tell but we have a national NCD Alliance which is doing that job to the best of its abilities. And there are bcountry-
specific partnership characteristics that foreign actors may not be very familiar with and which may me important when
taking up important issues with the political and policy makers.Most of NCD A campaign material come in a one-size-fits-
all format and that often require an adaptation to national realities.

Now NCDA can take action plan to implement the UN summit outcomes globally, nationally and also build capacity of
different NGOs to bring together on what would be the action plan for us.

Identify specific people to deal with in government Support relevant NGOs to enhance advocacy campaigns Follow up on
proposed activities

The only suggestion | would have is that you ask each common interest group how the NCD Alliance can be of
assistance to them. Also, a website to share documents and events would be much appreciated.

advocate with donors
provide funding, trainings

1,2,3
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Page 3, Q20. Has the NCDA adequately consulted the following stakeholders in forming its priorities and positions?

10

11

12

13

Not sure the private sector should be part of policy making.

Greater clartiy is needed on what NCDA's relationship with the stakeholders is and should be, then it ouwld be easy to
define how it can better inform them and about what, and consider two-way communications

Suggest there is a more clear structure on how experts on areas - such as physical activity can be engaged as the
alliance forms it's views and position. As a representative of PA it is not clear who ho contact to give feedback and useful
content to support. | recognize things were frantic around the summit.

Concerns over neglected Chronic Diseases e.g. mental health, alcohol related.

More regular emails, even if they are just short ones to inform about a recent developement. Often, the emails sent are
huge with a lot of information, which is at risk of getting lost in a busy working day.

Use email, facebook and twitter tailor short precise, regular messages

As has been discussed in previous meetings and CIG webinars, the 'outraged' voice of people living with NCDs in not
strong enough. Perhaps if all diseases and health conditions were included, which might gain more media attention.

Define roles clearly from the onset. Have a proposed budget and key activities that all parties can agree on. Make sure
that national alliances have a responsibility to report back to the global alliance for coordination purposes.

Leave more time for comment on all issues

It is interesting that surveymonkey is being used to canvass opinion at this stage, rather than prior to the UN HLM - there
was not much opportunity for discussion before the HLM. | appreciate that it is difficult to discuss, rather than simply to
inform, when a large group of stakeholders is involved, but it wasn't always clear to us in the CIG how decisions were
made within the Alliance. (Having said that, keep up the good work!)

Have to be be careful with Private sector. Private sector can support strong NCD policies but should never be allowed to
dictate and influence what are political decisions

Doing a good job already - fantastic effort. The bench mark in my view if the National Heart Forum comms - though
they've overlly complicated it of late.

The NCDA is an informal alliance. It has no statutory registration. It is unclear in terms of governance where its
responsibility and accountability lies.
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Page 3, Q20. Has the NCDA adequately consulted the following stakeholders in forming its priorities and positions?

14

15

16

17
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They should try to involve more the local medias for delivering the massage to the communities.

The NCD Alliance was very good at interpreting and disseminating important core information and resources. To be more
effective the information needs to be accompanied by clear lobbying instructions and personalized briefings when asking
individuals to go beyond creating awareness and sending out templates. NCD Alliance should work with major, and all,
chronic disease areas, to produce standardized position papers on the issues they are facing. Umbrella organizations
should circulate their position statements to member societies, or individual members, with adequate time for input and
comments, to increase buy-in of, and participation in, what is being said by the NCD Alliance.

In the case of obesity we need a serious re-think on strategy. Ditto on tobacco/nicotine. The ideology of NGOs is more
anti-business than pro-health or pro-consumer. Sensible policies would not allow consumers to be misled on issues of
relative risk nor ignore the science on dependency. This should be a pragmatic effort such as auto safety, food safety,
building standards, etc. rather than have such strong indications of a moral imperative. We should be saving lives rather
than imposing personal views on others.

not sure how the private sector hs been consulted but we need to ensure that a distinction is made between policy setting
which should be independent of commercial interests and implementation where the private sector has a useful role

It is necessary to form and alliance in every country to take further actions.

Too close to the private sector, that could undermine the credibility of the NCDA. NGOs were consulted, but the process
for developing strategy and forming positions was not clear, was not always transparent and was dominated by a small
steering group. If it is to be the "voice of civil society”, this process has to change and truly engage others in this process.

Survey does not offer "don't know" or "too much"
e-mail and website, conferences and workshops

Quite honestly, just the way this question is framed is an indication of the problem. The answer is that NCDA didn't
adequately consult anyone outside of the steering committee (we were not a member), despite our repeated efforts to get
our thoughts addressed and added to the collective effort. The answer is that NCDA did a fine job of "informing" us of
"decisions" that were made entirely without our input. However, if that is the criterion then this organization is doing us
less of a service than it really should/could. NCDA is not an "inclusive" organization. It provides information readily and
in a timely manner, but it does not consult with the CIG or provide a forum for discussion by any organization outside of
the steering committee.

The consultation process was not done in an integrated way and it was not always clear how and who had provided input
to documents. Also it always seemed that when feedback was asked for it was too late in the process for this to be fully

40 of 64

Jan 2, 2012 10:22 AM

Jan 2, 2012 9:10 AM

Jan 2, 2012 8:23 AM

Dec 28, 2011 7:18 AM

Dec 26, 2011 11:16 PM

Dec 22, 2011 11:12 AM

Dec 20, 2011 8:46 AM
Dec 20, 2011 8:27 AM

Dec 20, 2011 8:23 AM

Dec 20, 2011 7:49 AM



Page 3, Q20. Has the NCDA adequately consulted the following stakeholders in forming its priorities and positions?

24

25

26

27

28
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integrated.

WE NEED THE NCDA TO BE MORE RESEARCH ORIATED, TO COME UP WITH EVIDENCE FOR ADVOCACY
WORK.

| am aware of the challenge to involve stakeholders, as meetings or documents are often announced last minute so there
is no time for a proper process

The NCDA was very consicentious in recognizing the importance of consultations with each of these groups, but it was
essentially ad hoc. The challenge is to find a transparent and accountable structure for these consultations in the future.

More advocacy work, campaign, policy advocacy and sharing with different stakeholders.
| wouldn't be able to comment on the other stakeholder groups.

That would be guess-work for the last three interest groups. We are an NGO and not familiar with the consultation
process towards the private sector, academia and people living with NCDs

Identify country coordinators and support them

The NCD Alliance cannot simply provide materials and templates and assume NGOs have followed through. It needs to
follow up with them to ensure they did the task, hold their hands, answer their specific questions.
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Page 4, Q24. What follow up actions has your government taken to progress the commitments made in the UN political declaration?

10

11

12

13

14

15

16

17

18

19

None that | am aware of.

Committed to doing what that had already planned to do.

none that | know of.

Big much but Australia has been focussed on plain packaging in recent months- a major initiative
NA as we work globally.

N/A as we are an international organisation.

NCD Division established in MoH Greater funding for NCD Diabetes - NDP is underway
excellent work on tobacco - alot of work to do in other areas

am not sure if actions are related to UN declaration

nothing

Information not public

| am not aware of this.

The PD will dictate the direction and focus for our organization's global advocacy work.
dont know yet

platform for NCD and curretnly important in TC strategy discussions and MOH is asking us directly our position that they
value

very less
e g increased tobacco taxes from 2012
non

Additional funding for WHO NCDs Additional funding for FCTC Renewal of an NCD program in South Pacifi (A$24m)
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Page 4, Q24. What follow up actions has your government taken to progress the commitments made in the UN political declaration?
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None
no actions
Don't know

As a European organization, the EU has committed to action and we were instrumental in getting oncology societies
participating in the 2011 ASIAN Oncology Forum to commit to action in their region

None, as far as | can tell. Canada has been a roadblock with the current Conservative government.
Increased awareness
None that are more than PR, and not even much of that.

Government accepted all NCD global priorities through National Health Strategy, but still there is needed strong efforts to
develop action plan and find governmental sources for financing appropriate priorities

Up to now, mainly in viewing 4x4 as combined entity

it didnt really make any new ones but the development department is more aware of the impact of NCDs than before
unknown

The country WHO has taken steps to address the above

None

Nothing specific that | know of

Still no clear commitments, but raised awareness at governmental level

None

absolutely none

The government has developed and implemented a ten-year national strategies for NCD, called Thailand Healthy Life
Style.
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Page 4, Q24. What follow up actions has your government taken to progress the commitments made in the UN political declaration?

38

39

40

41

42

43

44

45

46

47

48

49
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No substancial steps to my knowledge. My sense is that it will lead to some inoccuous, effective busy-work by bureacrats
and political spin, however, related internal health care ruminations about financial sustainability in an environment of
unfavourable dependency ratios and ageing populations may make prevention measures more attractive.

none

The best example | am aware of is the creation of the Pink Ribbon Red Ribbon initiative, to bring private sector money
into PEPFAR to do breast cancer and cervical cancer prevention work.

NOTHING HAS BEEN DONE YET, WE HAVE A NEW GOVERNMENT WHICH WAS USHERED INTO THE OFFICE
JUST AFTER THE SUMMIT.

None as far as | can tell.
Not working nationally
Nothing

None.

Continued to engage with stakeholder group regarding WHO/NCD policy processes. No evidence that Government policy
has changed as a result to my knowledge.

Nationally there has been an interpratation of national policies to see if we meet the standards suggested by the political
declaration. On development policies the government encourage recipient countries to integrate NCDs in the health
sector development. There is a program on vaccine for cervical cancer and on essential medicines

Almost none, the majority of actions taken by the government were part of health policy regardless of the UN political
declaration

My government has always been committed to tobacco control and | think they are doing their level best to limit, if not
eradicate the scourge og tobacco and its multiple consequences at the national level. However, their priorities with
regards to global health and development doesn't seem to have changed noticeably. But it's good to know that they have
been a driving force during the negotiations for the Political Declaration and especially for its tobacco contol component.
A national tobacco control media campaign will be launched starting from January 3rd 2012.

Though Bangladesh Prime Minister attended along with health minister, but the commitment is weak. Although Ministry of
Health finalized a 5 year plan on NCD supported by WHO. So things are moving on and hope the initiatives will be more
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Page 4, Q24. What follow up actions has your government taken to progress the commitments made in the UN political declaration?
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effective now as they attended UN summit.

None that | have heard of

as far as am concern in Uganda,the government through ministry of health has no support for the NCDs. our starting
organization i.e. Uganda NCD Alliance which started up last year and its funded by DANIDA has tried thelevel best to get
support from the ministry but all in vain. its a benefit for the few individuals. we are even trying to do a advocay in the
parliament by screening them so that we possibly can be identified by the parliamentarians. we hope through this
something big can come out.

I do not know what actions our government has taken. Since my organization does not lobby (the U.S. has strict rules), it
would be helpful for the NCD Alliance to facilitate this discussion and connection in a non-lobbying context.

none specific thus far

none

Brazil's government has created a National Plan to Reduce NCDs Mortality
unsure

Don't know
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Page 5, Q27. What other priorities do you think are important?

10

11

12

| would argue that supporting implementation of MOVE-IT and improved vital registration should be a medium priority as it
would help highlight the problems of aging and adult mortality in developing countries (which strengthens the case for
NCDs)

Prevention projects, thinking out the role of private sector, structure of the NCDA,
Country projects targeted to the formation and nurturing of ALLIANCES at the national and regional level

The risk here is trying to do too much. It should focus on global and overarching. It is not an FCTC organization. It must
speak to the need for upstream public health action on ALL common risk factors

Supporting the establishment of national NGO alliances and working with them in national level advocacy with the
President, Parliament, etc

Campaign should focus more on economic causes of NCDs and on social inequalities.

To increase the membership of the NCDA to other disease groups, while this must remain affordable for NGOs, who
function on a small budget.

Promotive preventive measures- population wide interventions e.g. healthy schools, neighbour hoods, advocacy on better
governance and urban planning, nutrition policies aimed to reduction of sugar, salt and fat content in manufactured drinks
and foods etc

| am not sure what '‘campaign plan for NCDs in the post 2015 development goals' means. Believe it is important to
develop a campaign plan for continuing to insert NCDs into all development activies.

Pain control and treatment

The ones noted above are a good start. | would discourage the NCDA given its human/financial resources to stretch
itself to then. We must be purposeful in what the priorities are, so other organizations can assume a lead on the other
issues.

| think that the language in which these issues are discussed is very important - this is important both for advocacy and
for working with the private sector, which may be new to these issues. Working to establish new ways of working is
essential, and | would like to see the Alliance taking a really active role in facilitating discussions in a way that fosters
mutual trust. This may well not be not easy, given the seemingly differing views of the organisations that make up the
Alliance, but it is an opportunity that mustn't be missed!
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non

Publication of league tables - anual scorebaord showing which nations are leading the pack, which need to do more and
which need help to do more.

To work with national registered NGOs to ensure that they take the lead in their countries and not the NCDA. Some
national organisations actually feel disempowered and there is a perception that NCDA is undermining national NGOs
and distorting the established priorities of these organisations as they undertake their campaigns.

exploratory research evaluation

NCD Alliance needs to keep the momentum going and show how they intend to achieve their goals. Opinions were
voiced that UN HLM on NCDs was good political talk but it is not sure if there will be any resulting concrete achievements
or deliverables. It is not easy for organizations to dedicate manpower hours to a project if political will at the highest levels
is not fully committed or goal seem unachievable.

Linkage of research to policy, particularly with respect to FCTC

A key issue is getting civil society to better understand the problems and become more strategic and creative about
solutions. For example, alcohol tax policy in most countries actually encourages excess drinking, discourages those who
would otherwise drink in moderation and reduces overall revenue. Tobacco policy discourages use of far less hazardous
forms of nicotine delivery, thus supporting continued market domination by cigarettes. Obesity policy advocacy fails to
address the cross-subsidy of high caloric foods by low calorie alternatives because of a civil society antipathy to the entire
category of ‘junk food'.

mental health incorporated into the NCD framework

Non

Campaign to recruit development NGOs (Care, Oxfam, etc...) Campaigns aimed at major development agencies in
collaboration with partners in donor countries as well as recipient countries.

a health promotion framework that the multiple risk factors sensibly fit into

Again, vaccination against hep B and HPV. Target: 80% of eligible population vaccinated against hepatitis B at birth and
against HPV in pre-adolescence.

Fixing conflicts of interest is a necessary pre-condition of all the activities. Why propose duplicating the work of the
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FCTC?
promote national NGOs advocacy and networking capabilities

Help to frame and create some sort of followup mechanism at the United Nations (bigger than just the WHO). We think
this is crucial, and not yet included in the global response.

MORE FUNDING TO NGOs ON NCDs AT COUNTRY LEVEL.

Providing a framework for replicating the NCDA at the national level in certain high impact countries, as noted earlier.
Other than risk reduction targets Better involvement of Civil Society at WHO and UN

Organizing national NCDAs to assume the responsibility of country projects

provide as much information as possible around NCDs to raise awareness in relevant audience groups

Careful attention needs paying to avoid the widespread impression that NCDA's links with, and support from, the private
sector means that it is becoming a BINGO.

Basically the policies must be implimented by national governments. Internationally we can create tools, awarenes and
international policies, but it will still be the individual country there put it into action. Therefore a strong civil society which
can influence national governments is very important. | think that the NCDA could play an important role in focussing on
how to strengthening CS in developing countries

Identifying and promoting successful community interventions to prevent NCD

The priorities need to to be commensurate with the available resources. The priorities outlined above are very good
starting points, if properly carried and well done.

Strengthen national research and innovation systems, leading to improved living conditions and reduced incidence of
NCD

Livable city, life style and environment issues would be included to focus
support NCD champions and other high profile advocates; create a database to enable follow up; communicate regularly

research
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41 Note that the areas above are marked Low Priority not because they are not important, but because | don't think NCDA is Dec 19, 2011 3:07 PM
the right group to lead them.

42 Query each civil society group as to what their goals would be in relation to the political declaration and beyond. Then Dec 19, 2011 1:34 PM
facilitate planning to achieve targeted objectives/convene the groups with similar interests.

43 Physical inactivity almost ignored, needs more specific attention, not just embedded within obesity Dec 19, 2011 12:43 PM
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Page 5, Q28. Please share any additonal comments on other issues addressed or not addressed in the survey that you think are important for NCDA to
consider in its review.

10

| think the NCDA is best positioned as an organization that brings together various stakeholders to help with advocacy.
Thus, | think it's main activities should be conferences, webinars, and other activities that put people in the same space
and then turns that toward pushing for government action. | don't think the NCDA is properly set-up for training, research,
or field-work, vital though those are.

Consider regional reps for fast interaction when needed and post these persons contact details on web

Broaden the membership of the Alliance beyond "disease"” interests. Develop a global "social mobilization" campaign
around NCDs, utilizing traditional and new social media

More democratic consultation with CIG members and better understanding of conflicts of interest.

1. Increase disease groups and involve them differently than so far. 2. All the attention was given to the big 4, | think,
resulting in the dis-engagement of other disease groups, which also have a high disease-burden and involve equally
great personal suffering on the patient's side. This must respect-fully be taken into account in the future. 3. Could funding
be made available for grants (e.g. to come to the UN Summit) or for workshops to attend (which address 'Advocacy and
NCDs'-issues)? 4. WHO and their liaison staff need to be reminded of its huge responsibility with regard to the
milestones, which need to be reached. The support from WHO needs to be there at the very highest level - not by paying
lip-service, but by really taking on responsibility! Either the WHO takes on its full responsibility or they are honest enough
to say that they are not able to. At the moment, they do neither, which cannot be accepted!

media advocacy along the lines adopted by the HIV/Aids movement.
NCDA has to be the major global driver given the lack of bilateral interest and lack of multtaleral resources

It was hard for us to join any of the CIG meetings because of the time difference. It seems it would have been more
productive if the times varied to accomodate people in different regions of the world instead of sticking to the same time
slot. Also messaging was always a bit complex and hard to pass on to our constituents without "interpreting" some of the
commentary.

Until the rights issue is addressed, the campaign will not have legs.

The great actual and potential strength on the NCDA is its advocacy/lobbying capacity at the national and international
level.lt has to walk a fine line between having a collective voice and not muting the voices of its partners. The
"secret"must be to find those points and areas of focus that resonate with its basic partners. It also must ensure that the
national and regional NCD Alliances are genuinely embracing the partners and not carving out individual spaces for
themselves. All alliances need energy to maintain them, but the survey does not address how NCDA will maintain that
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Page 5, Q28. Please share any additonal comments on other issues addressed or not addressed in the survey that you think are important for NCDA to
consider in its review.
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necessary energy.

Transparency is critical in the next iteration of the Alliance so that all partners feel vested in its longterm stability as our
campaign should be planned for the long haul.

Its working relationship with the private sector: it needs to work!
non

Complete transparency regarding the financial basis of NCDA. Who is responsible for NCDA in law? Are staff employed
and under which legal jurisdiction are there terms of reference governed? Is the NCDA properly insured as a legal entity?
There is a growing perception that NCDA is usurping the legitimate role and responsibilities of national or trans national
NGOs. There is a perceived lack of transparency and good governance.

an emphasis on evaluation research is important

NCD Alliance did fantastic job of bringing together for the first time organizations across disease specialties. This
achievement should not be undervalued. However, many organizations became active only recently. Many were unaware
there was a UN HLM on NCDs until we told them. Organizations need the support of a much stronger grassroots
movement which has been lacking until now. despite the number of people suffering from chronic diseases. Train-the-
trainer kits could be useful to activate people whose lives or loved ones could be positively influenced by coordinated
global efforts. Media stories at the local level need to increase. Funds need to be identified to support NCD Alliance
efforts and UN is expecting creativity to use existing resources more efficiently and across health sectors.

New ideas generate news. Old, tried-and-failed policies do not. We need fresh ideas rather than just more junkets for
people who would not even be in this field were it not for personal gain.

Process has been quite medically focussed - yet the NCD high level meeting strongly highlighted how NCDs were heavily
related to the social determinants of health. We have to start thinking with a broader social mindset than just a medical
one.

Role within the Civil society

The involvement of pharmaceutical companies. This is a concern particularly if they are likely to get involved in policy
development in countries.

It needs to review its governance structure.
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Page 5, Q28. Please share any additonal comments on other issues addressed or not addressed in the survey that you think are important for NCDA to
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Proposing conflict of interest standards to WHO and UN Sec. Gen. with the Conflict of Interest Coalition (after addressing
internal financial conflicts of interest)

Consider strongly ways of making the NCDA more representative, particularly in its decision making. There is no way
that the organization can pretend to represent the totality of the NCD cause when it is dominated by just four disease-
based organizations.

NIL

How an organizations get designated as an NCDA "partner" or similar status needs to be made more transparent. If
NCDA explicitly outlined what it was looking for ($$, staff, other), organizations would respond. Right now it gives a slight
impression of a mysterious club (beyond the founding federations).

What kind of membership structure should the NCDA have? Should it seek to broaden its membership to include other
stakeholders? Should the main stakeholder categories be more diversified?

training on how to mobilize people via social media

There is a substantial hazard in allowing the private sector, in food, alcohol, and pharmaceuticals, a say in agenda
setting. The needs of people with, and at risk of, NCDs in low income settings are vulnerable to the activities of these
industries.

It could be a good idea to make a survey or mapping of CS in developing world and an analyses of how CS can be
strengthened

at least an yearly event can organize to share experience and plan for activists
Keep up the good job and involve more advocates particularly those from low and middle income countries

Thank you for this Alliance. | hope it continues through 2014 and brings us together to deliver civil society impact for the
UN/WHO.

Continue linkages between groups with common interests i,e, cervical cancer prevention and control
NCD Alliance did a good job on certain aspects of what was needed, but it was not brilliant at it. Primarily it lacked bold

leadership and did not assume the mandate it was given by default. It failed to use the UN summit to mobilize the world
and failed to pull all NGOs along with it to drum up more noise. It was also not clear in its asks of governments and the
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Page 6, Q29. How can the NCDA facilitate increased communication and collaboration among the 2000 plus organizations within its network?

10
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One simple thing: please stop being so euro-centric with the locations and scheduling of events! Stakeholders live in the
Americas and Asia/Pacific as well and European times and locations are not conducive for participation.

Strong Communications support.

Set up a list-serv for quick email communications to/from network members

By clarifying the relationship between the NCDA, the members of thier own federations, and with the wider network.
The NCDA spoke at its members, not with its members, particularly the smaller members. NCDA needs to make clear
why it is important for organizations to participate with NCDA - simply being a part of this big overarching network is not
enough. There needs to be tangible, useful reasons to encourage collaboration, and the NCDA was much more focused

upward (towards the UN) and the added value for small organizations was almost invisible.

| think that the effective and strategic use of emails and social media is needed to complement the website. NCDA
should become the honest broker for formation of collaborative projects among members.

Listen more
See comment about regional reps and possible ‘chapters'
keep doing what you are doing

As mentioned beforehand: Via more frequent emails, albeit that they might be short at times, and by continuing the CIG

calls, which have been excellent. They should continue on a monthly basis, even if there is little to report in some months.

These calls were very valuable to us.
Via email, triennial conferences, publications, twitter, facebook

It needs to prioritise its work with and through the most powerful and major organisations within the network
Use/stimulate the development of regional groupings

find other networks or forums for sharing messaging besides conference calls, which may limit participation. Maybe a
Facebook page that has news articles we could post on our own FB pages so we don't have to re-do messaging entirely?

difficult!

1. Ask each organization to present their sucessful experiences in Webinars. 2. Try to establish links between
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Page 6, Q29. How can the NCDA facilitate increased communication and collaboration among the 2000 plus organizations within its network?
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organizations working in the same field (Group working on XX). 3. Make those groups the EXPERTS or ADVISORS for
the specific topic in which they're working on.

Identify key contacts for each regional alliance or have a nomination process for that person to be identified.

Choose topics that garner the most interest and advocate firmly on these.

by regularly interacting with them at country level

A good question! The obvious answer is online forums, but if you are thinking of going down this route, might | suggest
that you carefully survey a representative sample of your membership as to what, exactly, they would use the forums for.
It can be expensive and time-consuming to establish such forums, and they will need careful management and facilitation
once they are up and running, so ensuring that they are meeting a genuine need will be crucial.

Do we need regional cooperation - can we align our regional groups like we have our global NGOs?

Identify possibilities for joint work with national organisations. NCDA should support where needed not override. Avoid
mimicking corporate marketing practices. Be transparent and acknowledge where there are different points of view.
Respect national organisations' priorities and their advocacy policy and practices.

through email contacts and webinars

Not an easy task. Break down organizations into categories, identify key players and contributors at needed levels with
major focus at national level where decisions are made.

proactively motivate local NGOs

continue as you are - using social media and webinars is good. Look for forums outside of the NCD community -
disability groups, education planners etc and look to intergrate into them with these lenses

Listen as much as you talk
First, ID the type of involvement that the 2,000 want. Perhaps <10% want more than webinar particiaption. Maybe fewer

would write letters, give speeches, travel, or do media interviews, etc. Some are probably happy to undertake national
work, if asked. Reporting who/how many have done so (or are willing to) might help mobilize more support.
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conferences and workshops

This survey is a very good start. NCDA could start out with regional meetings or convenings. Not everything needs to be
done globally at first. There could also be subgroups established for those interested in prevention (for instance), UN
process, or access to essential medicines.

Identify key working groups; truly have a collaborative process; take onboard comments from everyone and explain final
versions of documents and why a certain approach has been chosen

CONFERENCES AND MEETINGS
continued short bulletins

Openness is a top priority, and this is consistent with NCDA efforts in the past. Planning for the future may merit the
development of a more structured network, but this should not result in a loss of openness.

Interactive communication with its members and non-members alike

Short and concise communications. Long emails are not helpful because no one has time to read them in detail. Keep it
short and concise.

The NCDA can take example from FCA where there is a larger all@fctc mailing list and a narrower lobbying list. By doing
so, the alliance may get input from LMICs, exactly from where people suffer the most from NCDs. The current
communication format does not seem to ensure their participation as the CIG webinars are a one-way communication.
UNSPG calls are for the time being limited to organisations in HICs - mostly European and American

highlight common interests and possible collaborations

Keep them informed through regular emails

Develop some focused working groups?

You do it perfectly...not too much, not too little - and you're responsive to individual requests.

support the work groups with some resources

creation of sub-groups with common interest
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Page 6, Q29. How can the NCDA facilitate increased communication and collaboration among the 2000 plus organizations within its network?

44 Hold smaller regional calls and follow up with key NGOs like the Global health Council for better dissemination and follow  Dec 19, 2011 11:16 AM
up of regional groups.

45 Share some tools and documents in portuguese. Dec 19, 2011 11:10 AM
46 Be more collaborative. Some of NCD leadership has undermined its strength by being petty and territorial, losing out on Dec 19, 2011 11:08 AM

key opportunities to deliver on its mission. Human resource decisions need to be made in a a manner that is supportive
of overall mission (not disease specific priorities) and promote work as a collaborative alliance.
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Page 6, Q30. As a part of the NCDA review, we are conducting telephone interviews with selected stakeholders. We are especially interested in hearing

from NCD advocates at national level. If you would like to participate in a telephone interview, please email kathy.cahill@live.com.
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My phone number is + 598 94 416559

| represent a global agenda for physical activity- which is the new kid on the block globally- happy to talk about how we

need to mobilize action on this topic.

We are an international NGO, but you are very welcome to contact us for a telephone interview. - Thank you for all your
very hard work and enormous commitment at the NCDA - it is very much appreciated and not at all taken for granted! -
For an interview by phone, contact Silke Collins-Tracey, Policy Manager at the International Osteoporosis Foundation, at
scollins-tracey@iofbonehealth.org . With our thanks and best wishes for a sucessful and, again, very fruitful 2012.

yes

we would like to participate in a telephone interview email: info@nccfyemen.org

Yes - will email Kathy

Yes, my email is joelmfrancis@gmail.com

ok

yes +94 071 441 9977

1-613-244-7337 (x1) Ottawa

thanks.

+260 979 441781

| would be happy to take an interview susan@cancer.dk
| can join | think if | know the question before...
Will do

+256773425736

Thank you! | will reach out.
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Page 6, Q30. As a part of the NCDA review, we are conducting telephone interviews with selected stakeholders. We are especially interested in hearing
from NCD advocates at national level. If you would like to participate in a telephone interview, please email kathy.cahill@live.com.

18 You can call us at 55 51 3264 3000 Dec 19, 2011 11:10 AM
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